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ABSTRACT 
Over 10% of Hong Kong's population is over 65 years old (Census and Statistics 
Department, 2006)，while the prevalence rate of dementia is around 6% (Chiu et al, 
1998). With an aging population that would reach nearly one-fourth of the local 
population in 10 years, dementia would soon be listed among the top ten diseases 
among the elderly population. Interpretations of dementia are different in various 
societies and cultures. Socio-cultural interpretations have an impact on family 
decisions to care for elders with dementia at home. Previous studies conducted in 
Western countries have shown that family caregivers of dementia have more negative 
experiences than positive ones. Their findings cannot wholly be transferred to 
Chinese communities. A study to explore these caregiving experiences may thus 
provide a better understanding of the needs of Hong Kong family caregivers. 
A qualitative design was used to enable researchers to learn the family caregiving 
experiences of families whose elderly member has dementia by encouraging them to 
describe their personal experiences. Fifteen family caregivers who fulfilled the 
specific criteria of sampling were recruited. Data was collected through 
semi-structured interviews following an interview guide developed according to the 
research objectives. Content analysis was used to generate themes and categories 
from the data. The findings showed that socio-cultural values had a significant 
influence on family caregiving experiences. Majority of the informants who were 
children considered filial piety to be a determining factor of taking care of their 
parents with dementia at home. It was found that fatalistic voluntarism including 
‘ren，(tolerance) and 'yuan' (fate) was adopted by informants as coping strategies. 
'Ren' and ‘yuan’ allowed them to cope with present difficulties while maintaining 
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their motivation to continue their caregiving role. Family bonding in Chinese 
communities also affected the sources of support and sources of stress to family 
caregivers that believed family members had obligations to assist them in the task of 
taking care of their elders. Family conflicts arose when other family members raised 
different opinions on caregiving methods. Among caregiving difficulties, informants 
found handling emotional and behavioural problems of their older relatives with 
dementia and taking continence and some direct personal cares to be particularly 
stressful. Therefore, informants expressed their needs with regards to 
hands-on-assistance, further information about understanding the nature of dementia 
and the appropriate strategies for its symptoms. 
Nowadays, rapid modernization has driven Hong Kong people to give priority to 
individualistic and utilitarian purposes. However, findings of this study found Chinese 
cultural values to be rooted still in family caregiving of older people with dementia 
that give implications to current practice. Family caregiving to dementia could be 
reinforced by promoting cultural values 011 caring for older family members and 
recognizing the merits of caregivers. Furthermore, the provision of comprehensive 
formal support services and caregiver education programmes address caregivers' 
needs to cope with difficulties in daily care. In the future，further studies could be 
conducted to explore the relationship between the characteristics of caregivers, such 
as gender and duration of care, so that tailor-made community care programmes could 
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According to the census conducted by the Hong Kong Census and Statistics Department 
(2006), the population of Hong Kong is rapidly aging. By the year 2031，one-fourth of the 
Hong Kong population would be in the over 65 years old group (Census and Statistics 
Department, 2006). The growth of the aging population implies that the prevalent diseases 
will mostly include geriatric diseases. Dementia is one of the diseases that are particularly 
age-related. The prevalence rate of dementia grows proportionally with the age of the 
population. However, minimal studies had been done in Hong Kong towards understanding 
the implications of caring for dementia at home. Little is known about the experiences of 
family caregivers for elders with dementia. This study is done to explore the experience that 
a family undergoes in providing care to elders with dementia. Likewise, this study aims to 
understand the factors that lead to a family's decision to opt for home care. Furthermore, by 
understanding their difficulties, stress, sources of support, and needs, interventions could be 
developed to support family caregivers in the community. In the following section, the 
nature of the research problem set in a local context is discussed. The purpose and 
significance of the study are also stated. 
The Hong Kong Context 
Hong Kong is a small territory with a dense population. Its age distribution was 
affected by the baby boom phenomenon after World War II. Nowadays, the majority of the 
population has reached middle age (Census and Statistics Department, 2006). Along with a 
low fertility rate, the population of Hong Kong is growing old. As a result, degenerative 
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diseases related to age will become prevalent diseases. Dementia is a disease specifically 
correlated with old age. A local study (Chiii et al, 1998) detected the prevalence of dementia 
at around 5 to 10% for people 65 years of age. The prevalence rate doubled with every five 
years of age from 60 years onwards. When old people reach their eighties, 20% of them will 
have dementia (Chiu et al., 1998). By referring to the above projection of the aging 
population, we could say that the number of dementia cases would be doubled after 30 years. 
Thus, dementia would be listed in the top ten prevalent diseases among the elderly. 
Dementia is a syndrome that impairs an individual's cognitive function. Its 
manifestations include psychological and behaviourial problems. The nature of the disease 
induces various lay interpretations in different cultures and societies. Socio-cultural values 
have an influence on caring for elders with dementia in communities. In Chinese 
communities, family care of elders is a traditional value treasured by society. Family 
members are obligated to fulfill their moral expectation when their family elders are in need. 
Therefore, the family becomes the primary source of care for elders with dementia. 
In Hong Kong, traditional Chinese values are influenced by the long-term exposure to 
westernization. The value of individualism that is emphasized in western culture has 
infiltrated the Confucian ideology. Individualism challenges family kinship and the ability 
to fulfill filial piety in contemporary Hong Kong society. A nuclear family structure 
weakens the kinship relationship that forms the basic social support network of family 
members in need of care. In addition, female family members who are the traditional family 
caregivers have increasingly participated in the workforce (Holroyd & Mackenzie, 1995). 
Changes in contemporary Hong Kong society impose strains on kinship relationships and 
filial piety in meeting the demands of home care 
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In exploring the experiences of caregiving, family caregivers expressed their difficulties 
and stress as a result of the inadequate support from other family members and formal 
services. During the long periods of caregiving, family caregivers have to locate their 
sources of help and find their strategies for coping. The balance of stress and support 
determines the decision to continue with home care. The inability to maintain this balance 
may contribute to the decision of placing the elderly with dementia under institutional care. 
An understanding of the family caregiving experiences of elders with dementia helps 
professionals to provide the appropriate assistance to family caregivers. 
The Research Problem 
The burdens of family caregivers of elders with dementia had been investigated in 
previous literature. These studies detected that caregivers were suffering from physical, 
psychological, social, and financial stresses (Almberg, Jansson, Grafstrom & Winblad’ 1998; 
Elmar, 2002; Kua，2004; Langa et a l , 2001; O'Shea, 2000; Shaji, Smitha, Praveen Lai & 
Prince, 2003). Majority of these studies tried to correlate the caregiving burden with the 
deteriorating health status and psychological stress of family caregivers. The use of a 
quantitative instrument was limited by the lack of descriptive data to explain these 
relationships. 
In other perspective, studies were done to find out the relationship between the 
characteristics of elders with dementia and the burden that they impose on their caregivers 
(Bird, 1999; Donaldson, Tarrier, & Burn，1998; Hart et al, 2003; Hazif-Thomas, Boiiche, 
Clement & Thomas, 2003; Thomas et al, 2004). In addition, characteristics of caregivers 
such as age, gender, and education are also tested along with caregivers, burden (Adams， 
Aranda, Kemp & Takagi，2002; Chiu, Shyu, Liu, Wang & Chang，2001; Kuo & Tan，1997; 
McKee et al.，1997; Shaji, Smitha, Praveen Lai & Prince，2003). However, no definite 
findings have shown a direct relationship between caregivers' burden and caregivers" 
characteristics. 
Minimal studies have been done to investigate the caregiving experiences of dementia 
home care in Chinese communities (Chung, 2000; Cluing, 2001; Chung, 2004; Ikels，2002). 
The local study (Chung, 2000) found that the socio-ciiltural influences on lay interpretation of 
dementia and the Confucian ideology affect the reasons behind the caregiving decision. 
However, a further exploration of factors contributing to the caregiving experience and the 
needs of Hong Kong family caregivers could be done to get a more recent picture of the local 
situation. 
Conclusion 
Considering that its population is aging, there will be a significant portion of this 
segment of the population developing dementia. Therefore, it is important to look into the 
family caregiving phenomenon, which is the primary care adopted in Hong Kong. In previous 
literature, family caregivers have more negative experiences than positive ones as they often 
suffer from physical psychological and financial burdens. For these reasons, their difficulties 
and needs should be addressed. In previous studies, it was generally found that caregivers 
needed information about caring skills in order to solve daily caring problems associated with 
the cognitive impairment of dementia. Moreover, caregivers require both emotional and 
practical support in their caregiving role. Identifying the needs of family caregivers provides 
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appropriate information and support and enables them to overcome their difficulties. Such a 
study can likewise significantly enrich a professional's understanding of the existing picture 
of family caregiving for dementia patients. 
Furthermore, socio-cultural impact on family caregiving is another significant factor 
affecting the perceptions of family caregiving experiences of families with dementia patients. 
Different cultural values and traditions on family caregiving affect experiences of care, and 
many studies conducted in other cultures and western societies obtained findings related to 
the context or setting. Of these, a study that aimed to explore the local family caregiving 
experiences of families with dementia patients obtained findings directly applied to Chinese 





The population of Hong Kong is rapidly aging. According to the 2006 census, over 
10% of the population was over 65 years old. This means that by 2015 Hong Kong's aging 
population would comprise nearly one-fourth of the entire population (Census and Statistics 
Department, 2006). A study conducted by Chin et al (1998) detected the prevalence of 
dementia at around 4-6% in Hong Kong. The prevalence rate is estimated to increase from 
2% in older people aged 65 to 75 years old to 30% in those aged 85 or older (Chin et al., 
1998). Referring to the above estimation by the H.K. Census and Statistics Department 
(2006), it is expected that the number of older people suffering from dementia will increase 
rapidly from around 300,000 to nearly 700,000 in 2015. The number of dementia patients 
would be doubled after 10 years. Consequently, dementia would be listed among the top ten 
diseases prevalent in older people. Caring for older people is commonly practiced among 
Chinese families (Kwan, 1991; Ngan, 1993). In Hong Kong, a majority of older people with 
dementia is primarily cared for by family members at home (Chung, 2000; Chung, 2004). 
Therefore, an understanding of family caregiving experiences is a significant issue in 
dementia care. In this chapter, a review of literature explores the different interpretations of 
dementia and the experiences of family caregivers of older people with dementia. The 
factors that contribute to these experiences are examined and the needs of the caregivers of 
older people with dementia are identified. 
6 
Different Interpretations of Dementia 
Dementia is a degenerative disease associated with old age. From a medical 
perspective, dementia is a progressive neurological problem that affects the various functions 
of older people. From a lay perspective, dementia is interpreted beyond the diagnosis and 
clinical presentations by also examining the personal attitudes and cultural beliefs associated 
with the disease. In the following sections, dementia is described from the medical and 
socio-cultural perspectives. 
Medical Perspective 
Dementia is commonly defined as a degenerative disease affecting cognition and 
functional ability. According to the definition of the World Health Organization (1994), 
impairments of cognitive function in dementia are commonly accompanied and occasionally 
preceded by a deterioration in emotional control, social behaviour, or motivation. The 
decline in intellectual functions associated with dementia usually leads to an impaired 
functioning in daily activities (Chin et al.，1998). 
Over the past decades, neurologists and psychologists were focused on studying the 
causation of dementia. From a neuro-pathological point of view, dementia is caused by the 
deposition of neurofibrillary tangles and neiiritic plaques in the brain and the graniilovascular 
degeneration of neurons (Feldman & Donald, 1999; Schmeidler, Mohs，Aryan, 1998). The 
neuro-pathological changes are highly associated with familial predisposition and genetic 
transmission through the deposition of an amyloid beta protein and an apolipoprotein E gene 
(Mirra, 1997). Clinical psychologists challenge the predominantly neuro-pathological 
explanation of dementia by explaining it as an outcome arising from neurological 
impairments, physical health problems, and personal life events (Kitwood, 1997). A clinical 
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manifestation of dementia is thought to be the pathological fear of death (Innes, 1998). 
Sociologists, on the other hand, interpret the disease using social psychology. The lay 
understanding of a disease is not only limited to making diagnoses and clinical presentations 
(Chung, 2000). It is known that the medical-oriented explanation cannot paint the whole 
picture of dementia. Different cultures and societies have their own understanding of 
dementia. Consequently, these various perspectives on dementia suggest a need for a broader 
interpretation of the disease. 
Socio-ciiltiiral Perspective 
Other than the Western medical interpretation of dementia, people of different societies 
and cultures view dementia through their own socio-cultural lens. On the Polynesian island 
of Niue. people interpret dementia as a mark of transition to the next world (Barker, 1997). 
They view the abnormal behaviours of the demented as a possession by evil spirits from the 
other world. In societies of Hindu religion, old age is a stage of gradual detachment from 
this world (Lamb, 2000). The phenomenon of dementia is considered as the beginning of 
the transition to the next world. 
Chinese communities view dementia as a natural part of aging. A study conducted in 
Guangzhou found that family caregivers consider memory loss, confusion, and requiring 
close supervision would sooner or later happen if the elder lives long enough (Ikels, 2002). A 
local study done to investigate the lay interpretation of dementia (Chung，2000) has more or 
less similar findings. The caregivers that were interviewed in the study also perceived 
forgetfulness to be a normal presentation of old age. Other than the aging explanation of 
dementia, they tended to relate the development of dementia with the elder's past medical 
history, such as a previous experience with general anesthesia 20 years ago. Furthermore, 
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caregivers related the disease with critical life events that generated a great emotional impact, 
such as the death of a close relative. Some caregivers explained dementia in terms of their 
supernatural belief, as one pointed out that the disease is related to the bad luck caused by a 
house's ‘fen shui' (environment). The above findings reflect the socio-cultural influence on 
the local understanding of dementia. However, the study did not thoroughly identify the 
cultural factors that lead to these interpretations. Likewise, there were no further attempts to 
explore the socio-cultural influence on caregiving experiences. 
Culturally, the Confucian ideology of filial piety affects the caregiving for older people 
with dementia in Chinese communities (Nuyen, 2003). Since longevity is highly valued in 
the Chinese culture, people are not particularly upset about dementia because they place 
primacy on longevity, without necessarily being prejudiced against the poor health of an elder 
family member. The children, usually the eldest son, are expected to take care of their 
elderly parents. They consider it as good luck and a blessing. Studies on Hong Kong family 
care of dementia in the early 1990s revealed that the son's family accepts the caring 
responsibility as nurturing and as a sign of reciprocity for the parent's past affection (Clui, 
1991, Kwan, 1991). However, as a result of changes in the kinship network, today, caring in 
contemporary Chinese families in Hong Kong have more similarities than differences with the 
Western countries (Holroyd & Mackenzie, 1995). Children may alter their acceptance of 
home care for family elders with dementia in Hong Kong. 
However, Chung (2004) revealed that children or grandchildren still comprised the 
majority of family caregivers who were committed to taking care of their parents. Moreover, 
family caregivers in the study expressed that their relatives with dementia were still good 
company despite the difficulties that they face in providing care for daily activities or decision 
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making in daily routines. The changing views on caregiving may force the family caregivers 
to face the dilemma between moral obligation and the difficulties of practical daily care. 
Therefore, a review of literature on the caregivers' experiences of caring for older people with 
dementia may help bring a deeper understanding of the phenomenon. 
Experiences of Caregivers of Old People with Dementia 
The responsibilities of providing care for family members with dementia often place a 
burden on the caregivers. Most literature done on family caregiving experiences of dementia 
focused only on the negative aspects. Family caregivers suffer from physical and emotional 
stresses. Moreover, the caregiving responsibilities may impose stress on the financial state 
and have an impact to the whole family. However, there are still positive aspects of family 
caregiving that are found in the literature. A balanced view of both aspects facilitates a 
complete picture of family caregiving experiences on dementia. 
Positive Experiences 
Caregiving for elders with dementia could be a positive experience for certain caregivers 
who regard their responsibilities as fulfilling a moral obligation, a return of love, and personal 
growth. Previous studies have shown that caregivers feel self-fulfillment as they carry out 
their moral obligation due to the practice of filial piety in the Chinese culture (Chu, 1991; 
Ilcels, 2002). Children view caregiving for parents as important to set examples for the next 
generation to follow (Holroyd & Mackenzie，1995). In Western studies, positive experiences 
related caregiving to a reciprocation of love due to their beautiful past relationships (McCarty, 
1996; Sterritt & Pokorny，1998). A local study has similar findings as Chung's study (2004). 
It revealed that a majority of family caregivers still enjoyed the company of their demented 
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relative. Studies find positive outcomes are associated with the presence of feelings of 
satisfaction and personal growth in caregiving experiences (Ryan, Nolan, Enderby & Reid, 
2004 ； Skovdahl, Kihlgren & Kihlgren, 2003). The self-satisfaction reinforces the 
caregiving roles and provides a motivation to continue with home care. However, studies 
that found positive caregiving experiences used quantitative measures that differentiated 
caregivers who gave higher ratings on satisfaction and confidence on caregiving (Ryan, Nolan, 
Enderby & Reid, 2004 ； Skovdahl, Kihlgren & Kihlgren，2003). The self-rating measured 
was limited by the measuring items of the instruments. The results gave no conclusive 
evidence that caregiving of an elder with dementia at home is optimistic. In fact, the 
majority of studies revealed more negative outcomes than positive outcomes among the 
caregivers. 
Negative Experiences 
Negative experiences of caregivers include the physical and emotional stress, social and 
financial burden, as well as the impact on the whole family. 
Physical Stress 
Many studies reported that caregivers complained of malaise and deterioration of 
physical health in self-rated general health condition tests (Elmar, 2002; Heok & Li, 1997; 
Shaji, Smitha, Praveen Lai & Prince, 2003). No specific diseases or ill health conditions are 
directly related to the physical stress of caregiving. The reason for this might be because the 
measures of self-rated poor physical health are different from the criteria of medical diagnoses 
rated by trained professionals (Dunkin & Andersoii-Hanley，1998). However, a study 
revealed no difference in the health problems of caregivers for people with dementia and 
caregivers for non-demented persons (Almberg, Jansson, Grafstrom & Winblad, 1998). 
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Both groups of caregivers all complained of poor health and had one or more medical 
illnesses. Researchers explained that the result might also be due to the fact that the both 
groups in the study had reached an advanced age as well. In conclusion, no specific physical 
condition or illness was directly related to caregiving for older people with dementia. 
Emotional Stress 
Unlike physical stress, emotional stress is more specific and directly related to the 
caregiving experiences of elders with dementia. In comparative studies, caregivers of older 
people with dementia were found to have more symptoms of anxiety and depression than 
caregivers of non-demented elderly people (Almberg, Jansson, Grafstrom & Winblad，1998; 
Kua & Tan, 1997). A local study detected that family caregivers experienced denial and 
anger, guilt, usefulness and helplessness, and particularly shame, which were seldom 
mentioned in western studies (Chu, 1991). The emotional stress of caring intensifies with 
the cognitive and physical deterioration of elder people with dementia. Therefore, family 
caregivers of elders with late-stage dementia experience more frustration and stress than 
caregivers caring for those elders with mid or early stage dementia (Chung, 2004). 
Furthermore, earlier studies had identified that emotions such as loss and grief were 
particularly experienced by caregivers of older people. Boss et al. (1988) found that those 
families caring for elders with dementia felt an 'ambiguous loss'. Ambiguity is associated 
with whether the elders with dementia are inside or outside the family because the demented 
person is physically present but mentally absent from the rest of the family. Family 
caregivers also suffer from multiple losses. A daughter grieves for the loss of life 
consistency, filial roles, and parents' identities while a spouse who acts as caregiver feels loss 
of intimacy due to the deterioration of memory of the elders with dementia. Other family 
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members also suffer from a loss of their own prior lifestyles, social relationships, sibling and 
family relationships, and loss of competence in the caregiver role (Chu, 1991; McCarty, 1996). 
Aside from these, Sweeting and Gilhooly (1990) defined the grief for social death. Spouse 
caregivers described their caregiving experience as a 'living bereavement，because such a 
bereavement appeared much earlier than the death of their loved ones. Gilhooly et al. (1994) 
further developed the idea of 'anticipatory grief’ which refers to any grief occurring prior to 
an actual loss. From previous literature, a picture of grief in family caregiving experiences 
of dementia appears. However, the above studies were done in western countries and 
interpreted using western cultural concepts. The question of whether or not those findings 
can be applied in the Chinese culture may need to be addressed by further studies. 
Social and Financial Stress 
Since family caregivers use most of their time to attend to the needs of older people with 
dementia, minimal time is left for themselves. Stoltz, Uden, and Willman's (2004) study on 
caregiver's social stress found that caregivers felt distressed because they had no time for 
friends. Their social circle shrinks because they have no time for social activities. 
Consequently, many family caregivers feel socially isolated. 
Financially, the caregivers or the family have to bear the medical and service costs of the 
demented elders. Various research in Western countries and Singapore have noticed that the 
cost of dementia is not only confined to diagnosis, treatment, or community support services, 
but also to the great social and economic cost for family caregivers (Langa et al., 2001; 
O'Shea, 2000; Kua, 2004). Both qualitative and quantitative studies mentioned the 
caregiver's stress in struggling between caregiving and the economical strain to support the 
family (Chiu, Shyiu Liu, Wang & Chaiig，2001; McCarty, 1996; Woo, Ho, Yu & Lau, 2000). 
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There is a financial burden on the caregivers and their families as a result of the medical and 
service expenditures on elders with dementia. In addition, their incomes are decreased as a 
result of quitting their jobs to focus fulltime on their caregiving roles. 
Impact on Family 
In addition to personal stress, caregiving at home for an older family member with 
dementia has an impact on the whole family. A comparison between caregivers of old 
people with dementia and caregivers of non-demented old people by Almberg, Jansson, 
Grafstrom, and Winblad (1998) discovered that caregivers of demented elderly people highly 
associated their caregiving with family conflicts, a decrease in social support, and limitations 
in their social life. One major reason is that a family member who takes the caregiving role 
experiences a lack of positive outlook. Most of the time, female family members would take 
on the role of primary helpers of the demented elders and, usually, it is the daughters that take 
on this role (Li & Seltzer, 2003). Being a caregiver to an elder with dementia affects their 
multiple roles of being a wife, a mother, and sometimes, an employee. Li and Seltzer (2003) 
found that the quality of daughter-parent relationship was found to be highly associated with 
the daughter's self-esteem and negatively associated with depressive symptoms in the 
daughter. This specific role seems to be the most affected in their relations with their family 
and others. Caregivers for old people with dementia demand much greater support both 
practically and emotionally than caregivers for non-demented elderly people. The strain 
induces a higher degree of family conflicts that affects the quality of family life. 
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Factors Affecting Caregiving Experiences 
The experiences of caregivers are affected by factors associated with the old people that 
received care and the characteristics of the caregivers. Other factors including support from 
a social network, past relationships with old people with dementia, and the use of different 
coping strategies are all related to the caregiving experiences (Table 2.1). 
Table 2.1 Factors affecting family caregiving experiences 
Functional impairment 
Characteristics of older people 广 . . . • 
Cognitive impairment 
with dementia 
Behavioural and mood disorder 
Ethnicity 
Characteristics of caregivers 
Gender 
Lack of social support, more caregiving burden 
Social support Larger social network, less caregiving burden 
Poor past relationship, more distress 
Past relationship 




Characteristics of Old People with Dementia 
Impairment in old people with dementia is one major component that determines the 
level of caregiver burden. It includes cognitive impairment, functional impairment, and 
behavioural and psychiatric impairment (Duiikin & Anderson-Hanley, 1998). Among the 
three domains, behavioural and psychological symptoms have a greater effect on the burden 
of caregivers (Bird, 1999; Donaldson, Taiiier, & Bum, 1998; Hart et al, 2003; Hazif-Thomas, 
Bouche, Clement & Thomas, 2003; Thomas et al, 2004). 
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For behaviour disturbance, wandering, interfering, and aggression impose greater 
caregiver burdens compared to the 'repeating the same questions and/or clinging' behaviours 
(Miyamto, Ito, Otsuka & Kurita, 2002). Disturbing behaviours have an overall impact on 
caregivers with regard to time-dependence and physical, social, and emotional burden (Chou, 
Lin, & Chu, 2002). A study detected that higher levels of caregiver depression were 
significantly associated with the depressed mood and verbal aggression of demented elders 
(Fogel, 2003). Studies showed caregiving for old people with dementia having behavioural 
and psychological symptoms as far more stressful than caring for non-behavioural disturbance 
old people. However, a study (Pang et a l , 2002) done to compare the effect of the 
neuropsychiatric symptoms of Alzheimer's disease on Chinese and American caregivers 
found that American caregivers were more stressed by the behavioural disturbances of old 
people with dementia. The finding cannot conclude that the Chinese caregivers were less 
stressed out because the response of Chinese family caregivers to behavioural disturbances 
might be hidden by social norms associated with the caring for old family members. These 
findings indicate a need for understanding the complex situation that caregivers are in, as well 
as their needs, to manage behaviour disturbances that are especially burdensome for them. 
Characteristics of Caregivers 
Certain characteristics of caregivers affect the caring experience of dementia. In terms 
of a caregiver's age, health status, and level of education, studies find little relationship to the 
outcome. The caregiver's age may be an indirect predictor of the caregiver's health 
condition as older caregivers report poorer health; at least that which is implied in 
self-reported health evaluations (McKee et a l , 1997). The caregiver's level of education has 
little relationship except in a Taiwan study on the factors determining the attitudes of family 
caregivers. The Taiwanese study found that caregivers with a higher education may be keen to 
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search for information and to find solutions (Chiu, Shyiu Liu, Wang & Chang, 2001).The 
ethnicity of caregivers as a determinant for caregiving experiences is highlighted in Western 
countries. Majority of the studies used quantitative instruments to measure the stress or 
burden of caregivers (Dunkin & Aiiderson-Hanley, 1998; Sterritt & Pokorny, 1998; Meuser & 
Marwit, 2001). Studies on different ethnic groups revealed that Caucasians reported a higher 
level of burden than African-Americans even though the severity of their patient's impaired 
dementia were the same (Sterritt & Pokoniy，1998). Non-Caucasians (including Chinese 
caregivers living in Western countries) tended to rely on informal support and have developed 
coping strategies. Caucasian caregivers are most often spouses of the demented, whereas in 
other ethnic groups, caregivers are often adult children or other family members (Dunkin & 
Anderson-Hanley, 1998). One problem in the majority of ethnic studies is the varied 
interpretation of similar questionnaires in different cultures. A consideration of the cultural 
appropriateness of the measuring instrument is important because cultural traditions and 
expectations vary in different regions and cultures. This is particularly important to studies 
on dementia care as many old people with dementia, or their family caregivers, belong to 
generations with closer ties to traditional social morals. Cultural tradition is a significant 
factor when considering the interpretation of caregiver burden. 
Moreover, the gender issue is consistently stressed in many studies. Family caregivers 
overwhelmingly tend to be women who are spouses, daughters, or daughters-in-law of the old 
people with dementia. Some studies found that a female caregiver performs more personal 
care tasks whilst taking on multiple social roles (McCarty, 1996). In most studies, female 
caregivers reported a higher level of burden than male caregivers (Adams, Aranda, Kemp & 
Takagi, 2002; Kuo & Tan, 1997; Shaji, Smitha, Praveen Lai & Prince，2003). However, 
there is a possibility that women are comfortable with expressing their feelings or that there 
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are caregiving task differences between male and female caregivers (Dunkin & 
Anderson-Hanley，1998). No firm conclusion has yet been drawn from these findings. 
Social Support 
In studies of caregivers' stress and coping, social support has been a consistent mediator 
of stress-related outcomes (Bowes & Wilkinson, 2003; Clui, 1991). A reverse relationship 
was presented in the findings of studies on caregiving experiences of people with dementia 
(Stoltz, Uden & Willman, 2004). Studies have consistently revealed that family caregivers 
with larger social networks and greater satisfaction with the support they received reported 
significantly less burden, less depression, greater life satisfaction, and fewer health problems 
than caregivers with fewer social support systems (Fung & Chieii，2002). However, in 
longitudinal studies, caregivers who reported a decreasing satisfaction with their social 
support over time also showed a parallel decrease in their elder's function (Elmar, 2002; 
Piishkar, Reis, Markiewicz & Andres, 1995). This finding suggests that the deterioration of 
the old people with dementia increased their care needs while caregivers felt more caregiving 
stress and demands for further support. 
Past Relationship 
The quality of the past relationship between the caregivers and the old people with 
dementia has been investigated as a predictor of outcome in several studies, testing the 
hypothesis that a poor prior relationship is predictive of a greater caregiver depression and 
burden. A qualitative study (Spruytte, Van Audenliove, Lainmeitun, & Storms, 2002) 
comparing the quality of the caregiving relationship in the formal care of old people with 
dementia and chronic psychiatric patients found that a poor relationship quality affected the 
caregiver's perception of behavioural disturbance. A poor past relationship resulted in a 
18 
high level of conflict or criticism and a low degree of warmth. Most studies confirmed that 
caregivers who had a close and affectionate past relationship with their patient reported less 
burden and distress (McCarty, 1996; Spruyttte, Van Audenhove, Lammertun & Storms, 2002). 
Coping Strategies 
How caregivers cope with day-to-day care is as important as how they perceive their 
caregiving role. Two major functions of coping behaviour are differentiated: problem-focus 
coping and emotion-focus coping. Emotion-focus coping or psychological coping involves a 
reappraisal of the stressful problem. Strategies such as escape-avoidance, selective attention 
and minimization, and seeking spiritual or religious meaning are found in studies on 
caregivers of people with dementia (Adams，Aranda, Kemp & Takagi，2002; Folkman & 
Lazarus in McKee et al., 1997; McCaity, 1996). On the other hand, problem-focus coping or 
behavioural coping involves attempts by the individual to deal with stress by acting on the 
enviromiieiit or the self. It includes decision making for daily activities such as direct 
instrumental caregiving tasks, use of medical and health services, and help from family and 
friends (Folkman & Lazarus (1980) in McKee et al., 1997). 
Comparing the two coping strategies, commimity caregivers who predominantly used 
emotion-focus coping strategies as their main way of coping reported that they were coping 
well (Folkman & Lazarus (1980) in McKee et al., 1997). Long-term caregivers of old 
people with dementia were found to use emotional coping strategies more often than new 
caregivers. However, in McKee et al.'s study (1997), caregivers who used problem-focus 
strategies were found to score better on self-confidence of caregiving than those who used 
emotion-focus coping strategies. Those who used behavioural strategies had a higher morale 
than those who only used psychological ones (Gilhooly, 1987 in McKee et al., 1997). 
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A study (Ashley & Kleinpeter, 2002) done on gender differences in coping strategies 
found that female caregivers sought more social support and employed more avoidance 
strategies than males. The results showed that female caregivers experienced more personal 
strain than male caregivers due to their multiple roles. Most of the female caregivers that 
provided personal care, such as bathing, dressing, or assistance with the activities of daily 
living, such as going to the toilet and walking, experienced more personal and role strains. 
The less resilient female caregivers utilized avoidaiit-coping behaviours such as wishful 
thinking. In addition, they were more likely to be significantly associated with depression and 
anxiety. Male caregivers that were more resilient used coping behaviours such as making a 
plan of action and coming up with different solutions to the problem. They also used 
confrontative coping more often than the females. From the findings, gender differences 
might need special attention with regard to depression and coping strategies. 
Needs of Family Caregivers 
In the previous section, the literature revealed that negative caring experiences 
outweighed positive experiences. The negative experiences of family caregivers of old 
people with dementia leads to another consideration of topics for study. Additional studies 
should be done to focus on what they need to be able to continue with their caregiving role. 
Previous studies had identified four aspects of the caregivers' needs: information needs, 
caring skills, support, and services. ‘ 
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Information Needs 
General information concerning knowledge, skills, and diagnosis or treatment of illness 
had been identified as the caregiver's major requirement on information about caring for 
people with dementia (Hepburn, Lewis, Sherman & Tomatore, 2003). Particular information 
such as legal or financial issues was regarded as more important than general information 
about the disease. Caregivers were concerned about information of health care plans when 
they deal with service providers and professionals (Wackerbarth & Johnson, 2002). 
Information on cognitive-behavioural intervention was found to be helpful for caregivers in 
handling the behavioural and emotional disturbances of old people with dementia (Marriott, 
Donaldson, Tarrier & Burns, 2000). 
Cariim Skills 
The need for nursing care and emotional care could be reflected in the outcome studies 
of some training and intervention programs for caregivers. A Taiwanese study on home 
interventions for dementia (Huang, Shyu, Chen, Chen, & Lin, 2003) confirmed that a 
home-based training program for caregivers on nursing skills and managing behavioural 
problems improved a caregiver's self-efficacy. In the study conducted by Senanarong et al. 
(2004), a provision of techniques to cope with cognitive symptoms was valued by the 
caregivers of demented elders. 
Informal and Formal Support 
Studies that were done to study the form of support to caregivers of old people with 
dementia found that caregivers initially seek help from families or friends before searching for 
caring agencies. Caregivers expressed their need to receive support from family and friends 
(Chung, 2004). Eloniemi-Sulkava et al. (2001) reported that caregivers need emotional 
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support in order to express their painful emotions including aggression, anger, mourning, and 
guilt. Chung's study (2001) concluded that family caregivers needed to be empowered by 
acknowledging their ‘knowledge’ and appreciating their involvement in the caring process. 
Instead of emotional support, caregivers require other family members to relieve them from 
their daily caregiving tasks. The support on daily care gives caregivers some private time, as 
well as allows them to have some time for rest (Coen, O'Boyle, Coakley & Lawloi,, 2002). 
In addition, caregivers who joined support group programs can rebuild their social network by 
establishing new contacts and friendships. Family caregivers in a local study revealed that 
the support from other family caregivers diminished their distress levels and improved their 
quality of life (Fung & Chien，2002). 
Formal services such as respite care and home care services provide professional and 
extensive support to caregivers. In Furness, Simpson, Chakrabarti, and Dennis's study (2000) 
caregivers were particularly satisfied with the services of a day centre as it replaced family 
care in the daytime. Respite services are highly demanded by caregivers of old people with 
dementia because dementia is manifested through psychotic or behaviorally disturbed 
symptoms that require close supervision. Andrew, Mori arty, Levin, and Webb (2000) 
revealed that community support services were major requests of caregivers for old people 
with mild or moderate cognitive impairment. The receipt and intensity of community care 
services affect the caregivers' decision on whether or not the older people with cognitive 
impairment will be able to remain and live in the community. However, a qualitative study 
conducted by Bruce and Paterson (2000) found that there are barriers to the caregivers access 
to support services. They found late referral and dealing with service providers for 
community care as the barriers that prevent the caregivers from gaining formal support. These 
findings indicated that caregivers need help to overcome these barriers to home care services. 
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Caregivers with less information are deprived of formal support, thus, resulting in early 
institutionalization. 
Summary 
The prevalence of dementia is proportionally increasing with an aging population. 
Caring for elders with dementia at home could be an important issue due to the heavy burden 
experience by the caregiver. Interpretations of dementia are different in various societies 
and cultures. Socio-cultural interpretations have an impact on a family's view of caring for 
elders with dementia at home. Many studies on caregiving experiences are conducted in 
Western countries. It is doubtful whether these findings from the western context can be 
applied to Chinese communities. Minimal studies had been done to explore caring 
experiences in Chinese communities. 
In the previous literature, caregivers of elders with dementia have more negative 
experiences than positive ones. Caregivers suffer from physical, psychological, social, and 
financial stress during the caregiving process. There may be various negative experiences 
because of the different characteristics of both the elders with dementia and the caregivers. 
Moreover, social support, past relationship, and coping strategies are the other contributing 
factors that affect caregiving experiences. After having gained an understanding on the 
pessimistic view that family caregivers have towards caring for their demented elders, it may 
therefore be more important to explore their needs. 
In the literature review, family caregivers need information on dementia care. Daily 
caring skills are practical for caregivers to help them solve daily caring problems associated 
with the cognitive impairment of dementia. Moreover, caregivers require both emotional and 
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practical support from other family members and/or services from formal agencies. However, 
studies on measuring outcomes of caring interventions did not indicate whether or not the 
designs of intervention are based on the expressed needs of the caregivers. A study that will 
explore the experiences of family caregivers of elders with dementia will enrich professional 
understanding with of the existential perspective of family caregiving to dementia. The 





This chapter describes the aim and objectives of the study. The qualitative research 
design is justified to explore the family's experiences of caregiving for elders with dementia. 
The research processes, including sampling, data collection methods, pilot study, and data 
analysis, are presented to illustrate how the study is carried out. After the data analysis, the 
important issues are discussed to ensure the validity and reliability of the study. Finally, 
ethical issues are described to guide the conduct of the study. 
Aim 
This study aimed to explore the caregiving experiences of Chinese family caregivers 
looking after elders with dementia in Hong Kong. 
Objectives 
The objectives of this study were: 
1 • to identify the caregiving experiences of family caregivers of elders with dementia; 
2. to understand factors that affect caregiving experiences; and 
3. to identify the needs of family caregivers 
Design 
A qualitative research design was used to describe the caregiving experiences of family 
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caregivers of elders with dementia. The qualitative method is appropriate for understanding 
an area where little is known in previous studies (Morse & Richards，2002). There is little 
known about local caregiving experiences in previous studies. Qualitative design has the 
advantage of enabling the researchers to learn the caregivers' perceptions on caregiving for 
family members with dementia by encouraging them to describe and explain their experiences 
rather than by asking them with preconceived ideas. Therefore, the qualitative method is a 
suitable design for understanding a phenomenon from the "native's point of view" (Morse & 
Field, 2002). Furthermore, a qualitative approach allows individuals to describe their 
experiences within a specific social context (Polit & Huiigler, 1999). The caregivers of the 
demented elders use their own words to express their feelings and to describe and explain 
their perceptions as well as what they have gone through. By examining the words and their 
meanings, the complexity of caregiving experiences is revealed. As caregiving experiences 
consist of abstract concepts, such as emotions, personal knowledge, and social support，a 
qualitative approach is more suitable than a quantitative design, as the latter is limited by 
quantifying measures. In a qualitative method, analyzing central themes and core concerns 
generates the abstract concepts of caregiving experiences for elders with dementia. A 
qualitative design encompassing the above essential features enables researchers to have an 
in-depth understanding of family caregiving experiences for demented elders in Hong Kong. 
Sampling Method 
According to Morse and Field (2002), there are two principles of qualitative sampling: 
appropriateness and adequacy. Appropriateness refers to the selection of informants who 
can best inform the researcher according to the theoretical requirements of the study. Family 
caregivers of elders with dementia who have direct personal experiences of the caregiving 
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process are the appropriate informants to retrieve knowledge from with regard to the research 
topic. Purposive sampling was used to select key informants who could give first hand 
accounts of their experiences. The informants were recruited on the basis of specific criteria: 
- Chinese citizens who speak and understand Cantonese as their first language. 
- main caregivers caring for their elderly family members with dementia and having the 
major responsibility for providing care, including activities of daily living (ADL), such 
as bathing, dressing or grooming and instrumental activities of daily living (lADL) like 
shopping, transporting or meal preparation. 
The requirement that all informants speak Cantonese as their first language ensures that 
informants can express their experiences freely, while all information obtained would be 
consistent as a single language was being used. All caregivers were Chinese because the 
majority of the Hong Kong population is Chinese. The beliefs, values, and perceptions of 
Chinese caregivers of demented elders could be specific and directly address the local 
context. Caregivers who had provided ADL and lADL for a period of time assured the 
richness of caregiving experiences, while caregivers who were diagnosed with current mental 
problems were excluded from the study as the concurrent mental disease might affect their 
perceptions of experiencing the caregiving process. Nevertheless, the inclusion criteria 
ensured informants recruited had rich experiences on family caregiving of dementia in the 
local context, regardless of age and gender. 
Adequacy means there is enough data to develop a full and rich description of the 
phenomenon (Morse & Field, 2002). According to Morse (2003), the sample size for a 
general qualitative design is approximately 30 to 50. However, the sample size of previous 
qualitative studies conducted on dementia family caregivers varied from 9 to 46 (Hoiide, 
2002). Moreove r, the recruitment of samples in a qualitative study was mainly determined 
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by the saturation of data. The saturation of categories also ensured that nothing new could be 
added to the dimensions of categories. Preferably, the collection of data would continue until 
the stage of saturation has been reached. In this study, major themes, such as filial piety and 
difficulties in handling mood and behavioural problems, repeatedly emerged after fifteen 
interviews. Data saturation was reached as no new themes appeared in the interviews. 
Data Collection Method 
An interview, as one of the major methods for data collection in a qualitative study, is a 
suitable means for exploring perceptions and opinions regarding complex and sometimes 
sensitive issues (Morse & Field 2002). It facilitates the researcher to explore in-depth 
feelings and experiences (Morse & Field，2002). During an interview, the researcher could 
obtain both verbal and non-verbal responses. An in-depth interview means the researcher 
could probe beneath the surface information so that the meanings of the situation the 
informants experienced would emerge well. Probing questions asked by the researcher 
during the in-depth interview led the informants to describe their perceptions and feelings 
about their caregiving experiences. Through such an interview, the cognitive and emotional 
processes could be fully understood. 
A semi-structured interview was used to collect information from the caregivers of 
demented elders. A semi-structured interview includes a set of questions related to the central 
topic of the study, while probing questions are used to clarify the informants' reactions (Morse, 
2003). This type of interview was selected because structured topics enable the researcher to 
collect information while at the same time permitting the informant freedom of responses and 
description to illustrate their experiences (Morse & Field, 2002). The informants responded to 
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the questions in their own words, as most of the selected questions were related to the study 
areas that had no preset answers. An interview guide was developed from previous literature 
in which general questions about the experiences and feelings of caring for their family 
members with dementia were set (Appendix 4). Sequences of questions were enlisted to 
obtain an overview of what was important about the phenomenon at the beginning, and later, 
probing questions were used to explore an in-depth view by focusing on unclear topics that 
emerged from the data (Polit & Beck, 2005). According to Morse and Field (2002), the 
researcher finally focuses on seeking missing information found to be important issues in the 
literature. Aside from this, the demographic data of caregivers, such as gender, age, 
occupation, education, and relationship with demented elders, were also collected. Meanwhile, 
relevant information, such as the level of dementia, co-morbid diseases of the elders with 
dementia, and the duration of care, were asked to obtain better understanding of the caring 
situation. A single interview which lasted for about 45 minutes was conducted as the topic 
could be covered in one interview session 
The informants were recruited from two community dementia care agencies. The 
researcher was not a staff member of the research setting in order to avoid role conflict in data 
collection. The identity of the researcher prevented the interviewer effect. As informants 
might wish to please or be seen in a positive attitude, they might unconsciously or consciously 
hide their answers to the questions. The researcher who was presented as an outsider 
allowed caregivers to reveal their true feelings. They also felt free to comment on services 
they used and disclosed their demands or needs. Free from the above constraints, the 
researcher was able to establish a friendly relationship to allow informants to freely express 
their experiences. 
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The informants were invited to choose the time and interviewing venues as a permissive 
environment encourages informants to feel free to talk (Morse & Field, 2002). The 
interview setting, chosen by the informants themselves, encouraged informants to express 
their experiences. Such an arrangement was important as a majority of informants were 
employed and used most of their spare time to care for their family members with dementia. 
They needed to make arrangements for caring for their family members because they 
considered not speaking about the caregiving experiences in front of their family members 
with dementia during the interview. 
Initial contacts with the two centres were made by electronic mail and phone calls to 
inquire about the feasibility of the study and the steps to be taken for gaining access. An 
invitation letter indicating a brief introduction of the researcher, the purpose of the study, the 
data collection method, and the implication of the study was sent together with the interview 
guide and consent form (Appendix 4 & 2), Meetings and visits were arranged to meet the 
centre staff for a discussion of the conduct of the data collection. An approval letter was 
obtained from the Survey and Behavioural Research Ethics Committee of the Chinese 
University of Hong Kong (Appendix 1). Before the interview, informants were fully 
informed about the purpose of the study. Confidentiality and anonymity were assured while 
the handling of data was explained in the information letter. Written consent was obtained. 
Interviews were tape-recorded with the consent of the interviewees. 
Eventually, the recruitment process was lengthened by unsatisfactory responses 
from the two centres. Seven informants were recruited from one centre, while no response 
was received from another centre five months after the beginning of data collection. 
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Reminders were sent and the centre staff was contacted about the progress. Meanwhile, one 
elderly day care centre that provides community care to demented elders was recommended 
as a source for recruiting informants. Snowball sampling was used to recruit caregivers by 
inviting the informants to recommend suitable caregivers for the study. The snowballing 
process continued until data saturation, and consequently, fifteen informants were recruited. 
When main themes such as filial piety as a reason of providing family care,repeatedly 
emerged from interviews, the data collection was stopped as further sampling did not uncover 
new ideas. Data saturation would then be claimed to being reached as no new themes came 
out. 
To ensure that quality data were collected in each interview, a systematic preparation was 
needed beforehand. Appointments were made with informants so that the time and venue 
was convenient for the informants. Most of the informants preferred to meet in quiet public 
places as they were not willing to have their demented family members present at the 
interviews and they were also worried about the distraction caused by the elders with 
dementia. Some interviews took place in the informants' homes while the elders were in a 
dementia day care centre. One interview was conducted in the dementia care centre before 
the informant picked up the elder to go home. Before the interview, the researcher checked 
if the tape recorder was functioning well and if sufficient batteries and tapes were ready. An 
extra tape recorder was used for back up in case the tape recorder intended to use was out of 
function. 
Before commencing the interview, the researcher made a brief self-introduction and 
greeted the informant. A small informal talk was made to establish a good rapport and a 
relaxed atmosphere. The researcher explained the purpose and implications of the study to 
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the informants. The informants were informed about the kind of information desired and 
were reminded that they could feel free to give their opinions as there was no right or wrong 
answer. The length of the interview and the use of audiotape recording were explained. 
Again, the informants were reassured of the confidentiality of data management and 
anonymity in the study report. They were also reminded of having the right to refuse to 
answer any questions or to stop the interview. After a thorough explanation, the informants 
were asked to sign the consent form. 
After completing the interview, the informants were asked for permission to contact them 
again through telephone to clarify unclear or missing data. Immediately after each interview, 
post-interview notes were made to record the physical setting of the interview place, the 
researcher's impression towards the interview, and some observations about the informants' 
interaction with her demented family members. The notes helped the researcher when it came 
to data interpretation during the data analysis. 
Pilot Study 
A pilot study was carried out to test the feasibility. The trial provided a practical 
experience to verify the procedures such as questions used in the interview, data collection, 
and data analysis procedure. The pilot study helped reveal limitations in the design so that 
necessary modifications could be done. 
A pilot study before an actual study helps the researcher adapt to the interviewing 
process. A researcher in a qualitative study serves as the "instrument" to collect data (Morse 
& Richard, 2002). The more the researcher is familiar with the interview, the richer the data 
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that could be obtained. Before the pilot interview, the researcher had to be familiar with the 
interview questions in the interview guide. This enabled the researcher to formulate probes 
rather than reading questions from the interview guide. Rehearsals and self-practice of the 
interview process, such as an explanation of the study and answering questions that might be 
asked by informants, facilitated the researcher to be mentally prepared for the interview. In 
addition, the researcher had anticipated all possible problems, scenarios, or emotions that 
might arise during the interview. 
Two informants were recruited for pilot testing from one dementia care centre. After 
the two interviews, the researcher found that there was some difference between written 
Chinese and Cantonese. Extra wording was used in the Chinese version to fill the gap in the 
meaning of spoken Cantonese. Caregivers revealed that it would be more appropriate to 
initiate the interview with a more positive aspect. The sequences of interview questions 
were rearranged so that the positive experiences would be asked before talking about the 
negative experiences or stressful situations. As some painful experiences might arouse 
negative emotions, informants might be unable to continue with the interview. To begin 
from positive experiences facilitated a smooth interviewing process. 
During the interview, the researcher noticed that informants gave similar answers to 
questions concerning source of help, assistance, and need. The researcher rephrased 
questions to clarify the original ideas. Furthermore, the researcher had to think of probing 
questions to reveal the informants' opinions on the research topics (Appendix 4). With the 
interview guide and probing questions, the researcher could maintain a balance between 
structure and flexibility in conducting the interview. 
After each interview, the researcher reviewed the tape and transcribed the responses 
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verbatim. The whole process was reflected. It was found that the simple probes used by 
the researcher had revealed little information as informants gave brief answers and just gave 
similar responses. Reviewing the tape and transcript after the interview enabled the 
researcher to refine the technique of probing so that in-depth information could be obtained. 
After the pilot testing, necessary modifications were done. The revision facilitated the 
research process in the main study. 
Data Analysis 
The tape was transcribed word by word to maintain data integrity after each interview. 
Brislin's Model (1986) was used to translate the Chinese transcripts to English. The 
translation involved four steps. First, a bilingual researcher transcribed the initial two tapes 
in Chinese. The two Chinese transcripts were then translated to English. Next, a 
monolingual researcher reviewed the translated English transcripts checking grammar and 
wording to ensure the fluency of English. Finally, another bilingual researcher was invited 
to translate the two English transcripts back to Chinese. The translated Chinese versions 
were compared with the original Chinese versions. A backward translation ensures the 
consistency and accuracy of the English version (Brislin & Freimanis, 1995). In case an 
error is identified, retranslation and back-translation should be done as a high level of 
agreement is essential to maintain the translation quality. No major error was identified 
between the two original and backward versions. The remaining tapes were all directly 
transcribed to English. 
Content analysis was used to analyze the data. It included latent and manifest analysis. 
Manifest content analysis analyses words, phrases, and terms central to the research topic by 
3 4 
descriptive statistics (Mayan, 2001). Manifest content analysis allows the researcher to use 
numeric objectivity to increase the reliability of the procedure. Latent content analysis is the 
type most commonly used in qualitative analysis and has high validity (Morse & Field, 2002). 
It is a method used to segment each interview topic by topics and these topics were analysed 
into categories (Morse & Field, 2002). Therefore, content analysis provides methods to 
achieve numeric objectivity as well as the richness of the data in a research context. The 
strategy was to use the latent content analysis to establish categories and coding first, and then 
move on to tabulation and descriptive statistics to enumerate the number of times specific 
concepts were discussed. The descriptive statistics in the manifest analysis tabulated the 
scripts for words，phrases and terms central to the research. For instance, many informants 
mentioned ‘no other alternatives' and ‘what else can I do but to accept it' when they recalled 
their experiences. 
The latent analysis process began with coding. The researcher reviewed the transcribed 
responses verbatim to identify significant meanings, persistent words, or phrases within the 
data. The identified words or phrases were highlighted by different colours and were 
assigned different numbers. Codes were written in the margins. After the coding process, 
similar codes were categorized into several categories. The categories were listed to identify 
if there were any overlaps and ambiguity. During this process, the rule of parsimony was 
used to derive subcategories from each major category so that the final categories were clear, 
precise, and mutually exclusive (Morse and Field, 2002). For instance, an informant stated, 
'Above all things, she's still my mother. It's a traditional Chinese thought. Though she did 
not bring me up, she raised me. She's still my mother. And she had a sad marriage that 
gave her many strokes and a miserable life. 1 think it's the reason (why I take care of her)’ 
(12.117). The statement gave the code of ‘daughter's responsibility' as the family caregivers 
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explained why they decided to take care of their family elders with dementia at home. After 
a list of categories was surveyed and grouped together, a theme entitled, 'filial piety' was 
given. 
According to Morse and Field (2002)，the qualitative data analysis process involves four 
intellectual stages: comprehending, synthesizing, theorizing, and recontextualizing. 
Although the researcher may not go through all four stages, the process usually involves 
comprehending and synthesizing. In the comprehending stage, the researcher tried to gain 
familiarity with the data through transcription and translation, coding, and categorizing. 
After the transcription, the whole script was checked against the tape for accuracy. The 
transcript was read and reread so as to familiarize the researcher with the world of the 
informant and to get a sense of the whole picture. Each review facilitated the researcher to 
interact with the text and yield new thoughts (Sandelowski, 1995). The set up of the coding 
system helped the researcher identify the central issues and uncover underlying meanings in 
the context. The development of a major category scheme grouped related concepts together. 
Initially, categories were kept as broad as possible without overlapping. Once the category 
scheme had been developed, the data was read in its entirety and coded for correspondence or 
exemplification of the identified categories (Polit & Beck, 2005). As more data accumulated, 
the major categories were revised and sorted into subcategories. When new categories were 
generated, they were added to the original list. The process was repeated until saturation 
was attained. After the comprehending stage, the researcher entered the stage of 
synthesizing. Having sufficient categories in hand, the 'sifting' part of the analysis had to be 
done to look for relationships between the categories (Morse & Field, 2002). A concept map 
was developed to link categories and concepts together. With the categories and their 
relationships well established and stable, a conclusion was finally reached. 
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In addition, another researcher with experiences of doing qualitative research was invited 
to generate the category independently without seeing the researcher's list. The two lists of 
categories were compared and discussed. An adjustment was made with reference to the 
original interview data. The validation between two researchers guarded against personal 
bias. For instance, the two researchers had different categorizations for caregivers' 
perceptions on accepting the caring responsibilities for their elders with dementia. One used 
the term 'fatalism' to interpret many informants who mentioned they had no alternatives other 
than facing their problems. The other researcher regarded it as a personal strong sense of 
responsibility. After a discussion, the two ideas were merged to become the category of 
'fatalistic voluntarism' that was raised as one major concept in the Chinese culture (Lin, 
Tseng & Yeh, 1995). 
Issues of Rigour 
Validity 
In qualitative research, validity refers to the extent that research findings represent reality 
(Morse & Field，2002). In the research plan, several ways were used to enhance the 
'trustworthiness, of the data. The use of purposeful sampling enables the researcher to seek 
valid representation as informants selected have the characteristics that address the research 
question. Characteristics refer to informants' knowledge and experiences that affect the 
informants，ability to understand and answer the research topic (Morse & Richard 2002). 
Because this study aimed to explore the experiences of family caregivers of demented elders, 
it was necessary for the informants to have gone through such caring experiences. 
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In addition, the researcher, as a mean in the qualitative study, conducted all the 
interviews in order to ensure an understanding of the research topics. The characteristics of 
the researcher helped to establish good rapport with informants who felt comfortable talking 
about their experiences. The researcher is a Chinese citizen who speaks Cantonese, and 
therefore has no language barrier in communication. The nursing background of the 
researcher made the informants felt understood when explaining the signs and symptoms and 
the progress of dementia. Furthermore, the researcher, as an 'outsider,' had no contact with 
the informant's social network, thus encouraging them to express their true feelings without 
worrying that the interview context would have the chance of getting back to their families 
and friends. The researcher, who was not a staff of the recruitment centres, ensured no 
formal association with the service unit they used, thus freeing the informants，from worries 
that their services would be affected after the interview. As the informants might wish to 
please or to be seen in a positive attitude, they might unconsciously or consciously hide their 
answers to the questions. The fact that the researcher was presented as an outsider allowed 
caregivers to reveal their true feelings. They also felt free to comment on services they used 
and disclose their demands or needs. The identity of the researcher prevented the 
interviewer effect. 
Validity was maintained by keeping the researcher from personal bias. As suggested by 
Morse and Richards (2002), the researcher achieves bracketing by making these notions 
explicit and writing them down in a diary or memos. During the research process, the 
researcher kept a diary to record the subjective interpretation of events. The use of 
bracketing suspended the researcher's preconceived ideas and previous knowledge about 
family caregiving on dementia. For instance，because the researcher is of the same culture, 
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the researcher shared some views on filial piety and tried to be conscious about agreeing or 
disapproving with informants. The assumption that a family takes care of old people 
because of love and reciprocity had to be reflected and thus remained open. The reflection 
keeps the researcher from being influenced by potential bias. During the data analysis, 
validity was achieved by inviting another researcher to perform coding independently. The 
categories of two researchers were compared and discussed. The aim was to enhance the 
validity of categorization by gaining an agreement between different researchers (Cavanagh, 
1997). 
Finally, the validity can be gained by incorporating quotations from the interviews when 
presenting data to illustrate the analysis. The use of quoted evidence provides the 
information in order to judge whether or not the interpretation truly represented the data 
(Morse & Richards，2002). The source of quotation should be clearly stated in qualitative 
reporting as it stands for the way it fits the interpretation. 
Reliability 
According to Morse and Fieldings (2002), reliability is maintained by neutrality in the 
research procedure and results. In the study, measures were imposed to ensure data 
consistency during data collection. Reliability was established by tape recording all 
interviews to ensure the accuracy of data. The use of semi-structured interviews allowed the 
researcher to ask informants the same questions in the same order. Having the same 
researcher conduct all the interviews ensured the consistency of the collected interview data. 
In data analysis, as only one researcher transcribed all the tapes, the reliability of the 
transcripts was enhanced. One translator translated all the interviews so that consistency in 
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translation was obtained and reliability in the analysis of data could be maximized (Twinn, 
1997). The advantage is due to the translator using the same wordings and similar 
interpretation for all interviews. The same researcher performed coding and data analysis to 
maintain consistency, as Cavanaugh (1997) suggested that the coding system needed to be in 
the form of stability over time and reproducibility. 
Ethical Consideration 
In conducting the research, the protection of human rights was ensured by the three basic 
principles: respect for individual, concern for each person's well-being, and justice (Polit & 
Hungler, 1999). Steps had been built in the research process in order to be committed to 
these principles. Ethical approval was obtained from the Survey and Behavioural Research 
Ethics Committee of the Chinese University of Hong Kong (Appendix 1). As all informants 
were Chinese, an information sheet in the Chinese version (Appendix 3) was used to explain 
the purpose of the study. The informants were informed that participation was voluntary and 
would not affect their usage of services. Informed consent was obtained before the 
interviews. Informants were informed of their rights to refuse answering any questions or to 
request the termination of the interview at any time. Informants could raise their concerns to 
the researcher and were free to withdraw from the study at any time. For informants having 
extreme emotions during the interviews, the researcher would stop the interview and allow the 
informant to calm down. If there was any emotional problem, the informant was advised to 
consult a specialist and the staff of the dementia care agencies was informed. 
All informants were assured of anonymity and confidentiality. All audiotapes and 
transcripts were coded with numbers so that informants' personal particulars could not be 
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identified. Although the report would use direct quotes from transcripts, there would be no 
means of identifying the participants' contribution. Demographic data of participants was 
reported collectively so that the participant's identity would not be exposed. All data were 
kept locked and were handled by the researcher solely. All data would be destroyed upon 
the completion of the study. 
Summary 
In this chapter，the research methodology was described. A qualitative design was used 
to explore the experiences of the family caregivers of demented elders. A semi-structured 
interview was used to collect the caregivers' experiences in accordance with the research 
objectives. Content analysis was used to analyse the data. Moreover, a pilot study was 
conducted before the main study. Important issues, such as validity and reliability of data, 
were discussed. Measures were carried out to ensure that the study was performed within 
ethical considerations. Data collection was completed after data saturation was reached. 
Furthermore, the collected data were analysed and it generated results that will be reported in 





In the present chapter, the findings are presented by giving the demographic data of the 
informants as well as the characteristics of elders with dementia at the outset. Subsequently, 
the caregiving experiences of the informants generated from a content analysis follows. In 
total, there are six major categories in the findings: (1) reasons for providing home care, (2) 
meanings of care. (3) perceived difficulties in caregiving role, (4) sources of stress, (5) 
sources of support, and (6) needs of caregivers. Subcategories are placed under each 
category to further elaborate the theme (Table 4.1). 
Table 4.1 Categories and Subcategories of Findings 
Capability of Caregivers 
Impairment level of Older People with Dementia 
Reasons of caregivers for ^ ^ ” 
. ® Better Care at Home 





. ,� - Develop an intimate relationship with the elder 
Meaning ol care 
- Improving or maintaining functions of older people 
with dementia 
- Personal growth 
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Table 4.1 Categories and Subcategories of Findings (Continued) 
Difficulties of Handling Mood and Behavioural Problems 
Perceived difficulties in ^ ., 
. . 1 Dealing with Personal Care 
caregiving roles 
Lack of Personal Time 
Social Embarrassment 
Sources of stress in the � 
Lack ot Family Support 
caregiving role 
Sense of Powerlessness 
Sources of support in caregiving Support from Family Members 
role Support from Formal Services 
Information on Coping Strategies 
Needs of family caregivers Provide Training to the Older People with Dementia 
Support from Family and Significant others 
Demographic Characteristics of Informants and Older People with Dementia 
Fifteen informants were recruited under the inclusion criteria. The demographic 
characteristics of the informants are summarized in Table 4.2. Nearly all informants were 
females. Their age range was from 40 to 60 years old. Over half of them were between 40 
to 50 years of age. Two third of informants were children or grandchildren of the elders with 
dementia. The informants included three daughters-in-law, two relatives, and one spouse of 
the elders with dementia. Eleven out of the fifteen informants were employed. Although 
family or personal income had not been asked, none of the informants expressed financial 
stress that affected their care to their older relatives with dementia. Over 80% of the 
informants finished the secondary level of education. The duration of the care ranged from 
one to five years. 
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Table 4.2 Demographic Data of Informants 
Characteristics N = 15 
Gender 
Female 14 
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__ Niece — . — 1 
Housewife 5 
Employed 1 () 
Education level 
Primary education or below 1 
Secondary education 13 
Tertiary education or above 1 
Duration of care 
l-<3 years 10 
3-<6 years 3 
6-<10years 2 
Co-living with demented relatives 13 
Living apart from demented relatives 2 — 
Fourteen out of the fifteen older people that received care were female. They were 
aged from 66 to 87 years old and were at different stages of dementia. Two third of them 
were suffering from middle stage dementia. Excluding dementia, ten out of fifteen had one 
or two medical diseases such as hypertension, diabetes mellitus, and heart disease (Table 4.3). 
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Table 4.3 Characteristics of Older People with Dementia 
Characteristics N = 15 
Gender 
Female 13 
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Stage of dementia (informed by caregivers) 
Early 5 
Middle 9 
Late — � 
Co-morbid diseases 
Nil 5 
With 1 to 2 diseases 9 
With 3 diseases 1 
Reasons of Caregivers for Providing Home Care 
The decisions of the informants to eventually take upon themselves the caring 
responsibilities involved some practical issues, among which are their capability of giving 
care, the impairment level of older people, and the quality of care between an institution and 
the home. 
Capability of Caregivers 
Nearly all informants believed that they still had the ability to take care of their elderly 
family members with dementia at home. By ability, they were referring to their physical 
strength and the capability of giving care. The informants believed that providing care to 
elders with cognitive and physical impairments requires tremendous strength. Strength and 
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good health were closely related from the family caregivers' point of view. To quote one 
informant. 
'That 's why I would not think about this (placing the elder in a nursing home) except if 
my health deteriorates, thus, I can no longer be able to take care of (her). ’ (12.4) 
They were willing to continue home care whenever they were able to cope with the demands 
of home care at the moment. Thirteen out of fifteen of the family caregivers related care 
mainly to physical care. Caring that needed lifting and transferring in activities of daily 
living imposed a great strain on the caregivers. Therefore, the caregivers considered home 
care as long as their family members with dementia were still mobile. 
7 still can handle the care. He can walk by himself and we still manage to go to the 
re St a want e very day. ‘ (7:37) 
The above findings demonstrated caregivers related their health status to their 
strength of providing care. Even with no deterioration of health status, their caring 
ability could be impaired by the increasing independence of older relatives dementia. 
They stressed the highly requirement of physical strain on daily care affected their 
decision to continue home care. 
Impairment level of Older People with Dementia 
Relatively, the impairment level of older people with dementia was the second major 
concern of the informants when considering home care. The stress levels of the family 
caregivers depended on the instrumental activities of daily living. When the ability ot the 
older people with dementia was sufficient enough to handle their own personal care, nearly all 
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informants preferred having their elderly family members being cared at home. The 
informants claimed, 
'She 's not that serious. She still can do all personal care. I would only place her at 
an old age home if she s unable to cope with her daily activities. ’ (9:367) 
'Comparing with the early years, her physical ability became worse and worse. I'm 
afraid she may need residential home care as I would he unable to move her by 
myself：'(5:26) 
The functional ability of the old people with dementia had great influence on the level 
of care received. Over two third of informants only considered placing the elder in 
residential care if the condition of the elder deteriorates progressively or if their well being 
and health status could no longer be assured at home. Nursing home placement could be the 
last choice. 
Better Care at Home 
Over half of informants had bad impressions with the care provided by private old age 
homes in Hong Kong. Three informants had personal experiences of other family members 
living in private old age homes. The poor quality of care they perceived prevented the 
family caregivers from placing their family members with dementia under residential care. 
As one informant said, 
'I've seen so many cases. When they were admitted to those homes, they were in 
good condition. After admission, they deteriorated. Deterioration refers to their 
health, emotion. It's so different from before. That is my consideration. I've seen 
this. ‘ (2.2) 
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Although the government subsidized homes had a better impression of quality care, 
nearly all informants mentioned that family care was the ideal care for the older people with 
dementia. They considered older people who have someone intimate to take care of them on 
a daily basis was better than being cared by others. As one informant described, 
'You can offer better care. "Better" in terms of if you were being cared for in old 
age homes in which a staff takes care of over 10 elders. They cannot provide 
comprehensive care all the time. ’ (2.6) 
Nearly all informants found family caregivers were particularly important to older 
people who suffered from dementia because they were reluctant to receive care from 
unfamiliar people. 
'You don) under St ami. My mother seemed very nice ami sociable. But she could be 
very harsh to a stranger. She scolds my brother and sister when she 's in a bad mood. 
I'm the one whom she didn't scold much. So it's natural thai Vm the caregiver.‘ 
(9:58) 
Five informants found the older people with dementia enjoyed the company of family 
members and felt happy in a home environment. They observed their older family members 
were calm and less irritating if they felt happy. 
'If you treat her with love, she 's happy. If she 's happy, her mood is calm and stable. 
Her condition would not deteriorate. If you limit her freedom, she gets angry. 




Aside from the practical issues considered by informants providing home care, moral 
values was another reason that affected by Chinese culture. Two third of the informants 
were children who took care of their parents with illness and they believed that it was their 
duty as children. Filial piety in traditional Confucian value governed the moral obligations 
to family members. The value comprised the concepts of reciprocating love and blood-born 
relationship. Within the traditional values of filial piety, nearly all informants explained that 
they felt a strong obligation to take care of their family elders because of their intention to 
reciprocate the love given to them. Five out of the ten children of older people with 
dementia straightly expressed that they wanted to pay back their parents' hardship for the 
family in the past. One informant recalled her memory of childhood, 
'Although we did not grow up in a wealthy family, my mother always prepared 
everything, such as food ami new clothes in the Lunar New Year. Everything M>as 
new when we were children. And she supported our education and raised us. Its 
time for us to take care of her. ’ (10.132) 
'My father supported the whole family when he was young. He worked day and night, 
seldom spent for his owm pleasure. As children, it s natural for us to taking care of 
him now. '(5:198) 
Regardless of their past relationship with their parents, their blood-born relationship 
required them to perform their duty as children. Following the common Chinese saying， 
'blood is thicker than water,' family tie was the other major reason that encouraged informants 
to take up the caregiving role. As one informant mentioned, it was her duty to care of her 
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sick mother, 
'Above all things, she 's still my mother. Its traditional Chinese thought. Although 
she did no! take care of me during my childhood, she worked hard to support my living 
fee. She 's still my mother. And she had a sad marriage that gave her a miserable 
life and greatly influenced her. I think it 's the reason (why I take care of her). �t)‘s'. 
No matter if she is a bad or good person, sick or healthy, I need to take care of her 
until she leaves this world. ’ (12.117-119) 
Furthermore, the greater filial responsibility falls on the child that has received the most 
benefits in the past and from which the parents are most able to retrieve an obligation. Two 
informants were the only children of their parents; thus, they could not escape their caring 
duty. 
'I'm /he only child of my mother. We lived together all our lives. After my marriage, 
she resided with my family and took care of my children. I don'/ want her move to an 
old age home. I feel it 's a kind of happiness or completeness if three generations can 
live under one roof. ‘ (6.5) 
'I'm not sure that I'm luck)' or not. I'm the only daughter of my mother. I've got no 
siblings to share the caring responsihility. However, I also don 't need to consider 
other family member�s opinions on the decision of care. ’（3:187) 
Kinship Obligation 
Four informants admitted that they took up the caregiving role because they were 
expected to be the appropriate caregivers in the family. The appropriateness depends on the 
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family position and past relationship with the demented elders. For instance, one informant 
says, 
'My husband is the eldest son in fhe family. My mother-in-law has been living with 
us since we worried. She helped me take care of my children when they were little. 
Now thai she has such a disease, it's natural that /’ as a dcwghter-w-krw, have the 
responsibility to take care of her. ’ (5:234-236) 
One informant mentioned her relationship with her aunt who had taken care of her when 
she was young as a family member who needed help. Their kinship determined that it is 
their mutual duty to take care of each other. She considered it was her turn to take care of 
her aunt when she became ill. 
'My aunt and I have a special relationship. For some reason, I was not living with 
my parents ami was raised by my aunt till I graduated from university. All my 
education and living fee were paid by her and I'd lived with her for many years. ’ 
(2:122-125) 
However, there was some sense of obligation or duty that resulted from societal pressure. 
Three out of fifteen informants referred to a hierarchy of kinship obligation. One female 
informant who was a daughter-in-law living with her mother in law with dementia felt that 
she was obligated to provide care for her. 
'It's quite cm involuntary decision but sometimes it's because we cannot tolerate 
having her move out. J，ve been living with her for so many years. When I think of 
her helping to take care of her grandchildren with love, it's time for us to pay hack. 
It 's a moral concept.， (5.6) 
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The decision of who is obligated to take up the caregiving role in the family is either a 
compromise or mutual understanding. Usually, the caregiving role is taken by the family 
member whose life will be the least disrupted from assuming caring responsibilities. 
7 understand the difficulties of my brother ami sister. My younger sister cares for 
her (mother) and has no objection to take care of her. However, her living place is 
small for her to accommodate one more person. My brother s financial status is not 
well enough to support the care of my mother. I'm the one who seems to be able to 
take care of my mom in such circumstances. ’ (8.109) 
In addition, the decision of home care could be a result of an opposition to institutional 
care by other family members. The failure of negotiation caused the informants to continue 
with the caring responsibility. 
Tirst of all, the whole family opposes. They all commit to filial piety and regard 
"old age home “ equal to "living hellThey do not imderstand imtilutional care. 
They think that the place is "gloomy. What could I say? I become a bad person. ’ 
(5.4) 
Meaning of Care 
When talking about the meaning of caring for an elderly family member with dementia, 
fatalistic voluntarism contributed an important belief among the informants. In addition, 
gaining an intimate relationship with the elder and maintaining the elder's condition as well as 
gaining personal growth achieved self-satisfaction 
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Fatalistic Voluntarism 
Two-thirds of informants regarded their taking up the caregiving role as a fete that could 
not be avoided. Although there is no cure for dementia and the elder's condition would 
deteriorate ultimately, they tried their best to maintain the optimal function of the elders and 
to cope with the caring difficulties. Their beliefs may specifically relate to traditional 
Chinese beliefs and practices. 
Such traditional beliefs include tolerance (ren) and fate (yuan). Ten of fifteen 
informants implied that they adopted tolerance (ren) as a strategy for dealing with a stressful 
situation or the mood and behavioural problems of their demented elders. This traditional 
belief consists not only of a way to deal with undesirable experiences but also of an attitude to 
easily cope with unpleasant feelings. Such an attitude would bring peace of mind and 
sometimes help gain a sense of pride. As one informant described, 
7 think I myself can accept (it). I have leanied how to tolerate her leniper. Of 
course, it's a very bad feeling when she scolds me to my face. Bui I feel absolved 
when I consider thai it's her illness. I've no olher method (to deal wifJi it). If you 
cannot change the reality, you 've to accept if. ‘ (4.38) 
The concept of fate (yuan) also served as a ready and acceptable answer for the 
uncertainties and stressful situations during care. Informants accepted their caring 
responsibilities as their fate. Destiny made their family members suffer from dementia and 
drove them to become caregivers. Nothing could be done to change destiny. It should 
simply be accepted as their fate. One informant mentioned her attitude on handling the poor 
memory of the elder, 
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Tve already given up fixing an appointment with her because she often gets lost. I 
just let it he hut I could find her most of the time. 1 have my eyes, such as I'd ask 
(staff of) Mcdonald's whether they've seen such an old lady or ask the watchman 
which direction she 's gone to. I can only accept the way it is. ‘ (2:16) 
Self-satisfaction 
Four informants found that their caregiving role rewarded them when they fulfilled their 
moral obligations. The rewards included developing a better relationship with the elder. 
They also felt pleased when the elders' condition remained stable. Through the caregiving 
experience, they achieved a certain sense of personal growth. 
Develop an intimate relationship with the elder 
Five informants believed that their caregiving role allowed them to get closer to their 
elderly family members. The close relationship developed because of the amount of time 
they spent together as well as from their attempt to understand more about their elders. 
‘My relationship with my mother is better. /,"? rewarded and also lost from this 
disease. If she chesti 't get this disease, she still lives her OMm life and I've my own. 
We call each other occasionally and ask each other Jwm^ we are. Then I invite her to 
dim with us in festivals. It all those superficial things. ’ (12.129) 
To a certain extent, two informants found that the intimate relationship motivated them 
to fulfill their caregiving role no matter the obstacles that were in front of them. 
‘My mother is fond of me. She has a very had temper to others but not to me. Some 
of my family members do not agree with me to provide such care (home care) and to 
spend money on expensive services (commmity services). I think such arrangement 
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henejils her comii/km ami allows me to take of her at home. ’ (9.50) 
Improviim or maintaininiz functions of older people with dementia 
Informants found that their satisfaction came from the positive feedback of their elder 
family members with dementia. They felt that if they provided proper care to the 
improvement of older people with dementia, the mental function of the older people would 
improve. The improvement facilitated their daily care in return. 
�h’s because they (older people with dernentm) feel happier if you treat them right. 
They 're more energetic. If you 've been to those day care centers, you 'd know all 
elders just sit together ami watch TV I don�t hink if helps much. ’ (12.42) 
Eleven informants associated their success of caregiving by the happiness of the elders 
with dementia. They regarded their caregiving strategies as effective through the 
manifestation of the elders' emotion. 
‘If you treat her with love, she's happy. If she 's happy, her mood is calm ami stable. Her 
condition would not deteriorate. If you restrict her to do (hings, she gets angry. When 
she 's angry, her brain does not function well. Then her coudilion gels worse. ‘ (15.107) 
Personal growth 
Two informants had a positive attitude towards the caregiving role. Although they felt 
different levels of stress because of the caregiving responsibilities, they believed that they 
gained from the caregiving process. Some found that they gained an increased 
understanding of the nature of dementia symptoms and its progress. One informant 
expressed that she learned how to care and communicate with elders that had dementia. 
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'After my mother got this disease, I obtained more knoM'Iedge of this disease. And I know 
how to get along with elders. I respect elderly people but I don 't know how to coinmimicate 
with (hem. I don '1 hum how to talk to them ami how to make them happy. Now I know 
how to do this. It 's because Ijoined the {raining group, it s for the elders. Then I learned a 
lot. I learned from knowing their experiences, those happy and sad experiences. ‘ (2.127) 
Above all, over 75% of the informants felt peace and their conscience were assuaged 
since they had tried their best to fulfill their duties. They achieved their personal 
development by shouldering their moral obligations. One informant said, 
7 don 'f care if outsiders criticize hoM> I care for my niolhei'-in-law. I know I behave 
properly as a daughter-in-law. I must keep her walking every day even she wcdh 
very slowly. I don�t want her to depend on a wheelchair. If she gets used to sitting 
on a wheekhain she may not be able to walk again. I've done good rather them 
harm to her though it may seem hard for her. ‘ (15:177) 
Perceived Difficulties in Caregiving Roles 
All informants encountered difficulties in handling the mood and behaviourial problems 
of their elders during daily care. They felt distressed when their older relatives with 
dementia had temper tantrums and being frustrated with disturbing behaviours. In addition, 
they had difficulties in personal cares such as bathing and incontinence care. 
Difficulties of Handling Mood and Behavioural Problems 
Nearly all informants expressed their frustration caused by the irritable behaviours of 
elders with dementia. They felt stressful even though they knew those were the signs and 
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symptoms of dementia. This is especially so when they were in a bad mood themselves. 
One informant expressed her feeling, 
'Above all, we are human beings. We all have emotions. Sometimes my mom who 
was irrational has scolded us. It does not mean that we are cmgry with her. 
Although we hww she 's like this, Just let it go, my heart M>as a bit hurt.， (4.56) 
Disturbance behaviours, such as repeated questions, caused annoyance to caregivers 
especially when the caregivers had already answered many times. One informant described 
a threatening symptom such as hallucination, 
7/�s very frightening when she said my father came back and slept next to us last night. 
My hair rose up. Once I brought her for medical follow up, her action really 
threatened me. She told me not to forget to bring iny father s medication. I was 
frightened and asked her not to say this again. I told her I was frustrated by her 
words. Do you know how she responded? She said you could take his medication 
and give him in the ？}wriuary. I was terrified. I could not correct her. She 
mentioned this every time during her medical follow up. I could not stand (his, thus, 
I ask my sister to bring her to the hospital now.' (16.10-17) 
Dealing with Personal Care 
Informants always had difficulties getting co-operation from the elders with dementia on 
daily personal care. They stressed that incontinence care is the most frustrating one. They 
knew that incontinence can cause problems on hygiene and the annoyance of elders caused 
conflicts between the caregivers and the demented elders. As one informant recalled, 
'One time, my new maid told me she had feces all over her body. There was stool all 
over her hands, and her body. I didn 't hiow what had happened as I'd gone to work. 
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Suddenly I remember my moiher-in-Jmv likes to cook and always goes to the kitchen lo 
prepare the weal cmd set the table. So the whole family ate with her..…(laugh). She 
doesn ,1 wash her hands cmd no one would supervise her (to do this). What could I 
do?'(5.52) 
Other than incontinence care, some informants also found it difficult to control the older 
people with dementia when performing basic personal care, such as bathing. Thus, this 
induced a hygiene problem. 
'He 's not willing to hath himself cmd always say that he had bathed himself. In fact’ I 
didn) know whether he had completely cleansed himself or not. He came out after a 
short period of time Mnlh his dirty clothes. When I offered my help, he lost his 
temper. ’ (7:89) 
Lack of Personal Time 
Thirteen informants found that they lack time for themselves. After working in the 
weekdays, they realize that they needed to use most of their after work time to care for or 
supervise their family elders with dementia. Informants who did not go to work also felt that 
they had little personal time since many of them needed to handle multiple roles including 
that of a daughter, a mother, and a wife. One informant who was a housewife claimed, 
Tve a tight schedule with many tasks in a day. She goes to the day care centre in the 
Western District nvice a week. 1 need to go pick her up. And she also goes to 
Kornhills rehab centre once a week Ami I've to do my housework cmd save some 
time for niy family. ’ (12.8) 
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Sources of Stress in the Caregiving Role 
Eleven out of fifteen informants encountered stress from social embarrassment, 
insufficient family support, and feelings of powerlessness due to the caring situation. 
Social EmbaiTassment 
Eight out of fifteen informants expressed their anxiety when they going out with elders 
with dementia. They were embarrassed by the abnormal behaviours of their older relatives 
with dementia who caused disturbance and misunderstanding to others. They felt a 
compelling need to hurry back home and needed to always be alert to avoid embarrassing 
situations. One informant described her stress when accompanying the elder for medical 
follow up. 
The stress usually comes from accompanying her to have a medical follow up. 
When somebody gets closer or she needs to queue up, she scolds people with foul 
language. You know there s limited space in (he elevator. When people come in, 
you need /o stand back. When people stand near, she scolds others and uses her bag 
to hil others. I'm ofraid of this situation. Fve to be fully alert. People do iw( 
know /hat vo11 're sick. They 'd scold yoii. ‘ (2,24) 
Lack of Family Support 
Twelve informants felt that they did not receive adequate support from their families. 
Although they mentioned other family members helped occasionally, they felt that they were 
the main caregivers who held main responsibilities for the total care of the demented elders. 
They expect their family members not only to give support in daily care but also to support 
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them emotionally. Here is an account of one informant's experience at the beginning of 
home care, 
'No! much (help from others). I've been very upset within a period of time. I've 
nobody to talk to. It may be because my husband works long hours and has great 
pressure. I don) wan! to bother him and it's no use because he doesn 'f know (the 
disease). Then there s my daughter who was 'growing up' and thinking a lot. 
Thinking a lot means (I need) to handle these things (her emotions). Therefore, it 's a 
very hard time for rue. I 've mbody to talk to. ‘ (2,91) 
Furthermore, six informants mentioned the tension that arose when they asked their 
family members to support them in caregiving. They were distressed if their family 
members paid no attention to their requirement. One informant asked her husband to 
support her way of dealing with her mother-in-law's diarrhoea problem, 
7 raised the problem to wy husband I told him ii 's a serious problem. If she s 
infectious, the whole family would end up into the hospital. His response really upset 
me. He said, "So what, if I catch disease from her, Iwouldfwt complain of that. “ I 
felt immediately disappointed. I said, "I've nothing to say iiom>. ” ‘ (5.52) 
Although nearly all informants received support from family members, they still did not 
feel that their family members had fully supported them. They expected their family 
members to be their primary source of support. In addition, the family members should also 
share more or less the obligation of caring for the family elders. Without total support from 
their family members, many informants felt emotionally down. The only male informant in 
this study found difficulties to ask his siblings to look after the elder for him. He felt despair 
when he said, 
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7gave up asking my sisters (to help) as it's really upsetting to hear them say, “Why 
me again? ”. And I was getting frustrated dialing one (sister) after another. She is 
their mother too. ‘ (9:178) 
Sense of powerlessness 
Ten out of fifteen informants expressed their feeling of helplessness with the caring 
situation. This is a feeling that is generated from their known perception of dementia. 
They felt that they had no way of controlling its progress. They had to be on full alert to 
prevent their elderly families from catching other illnesses. Eight informants expressed their 
feeling of powerlessness when they had no knowledge of dementia and could not understand 
why their family elders have a disease that could not be prevented or cured. One informant 
said, 
'When I found my mother had this disease, I felt powerless. Why does she gel such a 
disease? It's helpless. You don) know where to find information. When we 've 
medical follow up in hospital, we sow pamphlets. Then I called everywhere to ask if 
they have services. ‘ (2.14) 
They found that they had a lack of control on the emotions and abnormal behaviours of 
elders with dementia. Losing the inability to control the elder's emotions caused distress and 
doubtful of their competency as caregivers. 
'This kind of helplessness is different from the previous helplessness. The previous 
helplessness is you don 't hww what and where to find (services). Now you ve found 
everything. The present helplessness is you not knowing when ami what problem 
happens accideutally. My mom often does something strange everyday. ‘ (2.109) 
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Apart from the lack of control over caregiving difficulties, they also feel powerless 
whenever they worry about the subsequent deterioration of family elders with dementia. 
Nearly all informants felt that they could do nothing for the recovery of the disease. 
Moreover, they felt distress because they could not predict how fast the elder's condition 
would deteriorate. They were afraid of any minor ailment that might accelerate the downhill 
trend. As one informant stated, 
'Once the whole family came hack for a festival dinner. The air conditiomr was 
turned on because there were so many people. I M>as busy in the kitchen and did not 
pay attention to her (her demented mother-w-law). My maid told me ihcit grandma 
had a fever the next day. I was surprised and quickly brought her to see a doctor. I'm 
afraid of her being sick. Her (mental) condition would deteriorate after illness. If 
her condition gets worse, it imposes more hardship on caring for her. ‘ (5.77) 
Sources of Support in the Caregiving Role 
111 this study, informants located their sources of support from family members and 
formal services. They considered emotional support and hands on assistance as the things 
that supported them in their caregiving role. 
Support from family members 
Twelve informants found that they received insufficient support from their family 
members. They regarded family members as a main source of support in providing physical 
and psychological care to the old people with dementia. Regardless of whether they had 
employed home-helpers, family members were their first contact if the informants were too 
busy to do some caring tasks and needed help. They expected their family members to help 
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them in taking care of the daily activities of the old people with dementia. One informant 
explained. 
'Family members are most helpful Although I have a maid (to take care of my 
mother), she ’s, anyway, an outsider. She s not so stupid that she woidcJ stand and be 
scolded by you，(the elder). She would go away. (4.58)‘ 
. Ten among the mentioned twelve informants regarded family members or friends who 
could share their feeling as great sources of support. They felt relieved whenever their 
significant others showed an understanding of their difficulties. 
'My sister and I share our difficulties ami imhappiness when we struggle between our 
M'ork and care for our mother. We support each other. It's much better if there's 
somebody to talk to.，(4:298) 
Informants showed varying degrees of needing emotional and practical support from 
family members. Practical support in daily supervision and personal care of elders relieve 
their physical stress. Emotional support included an appreciation of their effort in caring for 
the family elders as well as when they are able to share their feelings of stress with someone 
else. 
Support from Formal Services 
Other than family support, informants found that formal services providing support on 
respite care and hands on assistance on ADL care were very helpful. Different services such 
as day care centres and support groups provide different supportive functions. 
Informants appreciated day respite services since they could be relieved of their 
caregiving task during the daytime. The supervision and monitoring of older people with 
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dementia by formal services could provide them the spare time to complete other tasks or 
have a rest. In addition, the centre could also provide social stimulation to the old people 
with dementia. Here is how one day care centre user described her experience with the 
center, 
'A day care centre is very helpful (of training the elder). I find that my mom becomes 
smarter after she goes there. She can have contact with many people though she may 
not be active. If she stays at home, she has contact only with family members.‘ 
(4.81) 
Five informants gained emotional support from caregiver support groups wherein they 
shared their feelings to a group of caregivers with similar experiences. The sharing 
experiences allowed informants to express their feelings and allowed to feel that they were 
not alone in the caregiving process. 
7 was very unhappy until I attended classes for caregivers of demented elders. Then 
I understood (the disease) and felt relief. I found there somebody M>ho m'gs suffering 
more than me. I don 't mean (hat I feel happy as somebody is worse than me. I jus! 
think I don '1 have to feel this way anymore when I see another person who has the 
same difficulties. Everybody just spoke out his or her problems, and somebody 
responded. From that time onward, I felt much better. It 's about the time I went to 
the centre of Rehabilitation Association. I found those classes could really help. 
(12.93) 
Four informants received psychological support from the staff of community care services. 
They felt more comfortable if they talked to someone who understood the disease and the 
caregiving difficulties. An informant expressed her feelings about how a simple interaction 
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with a staff member has helped her, 
'Ms. Ho, who was a worker of a non-government agent, only (alked to me for several 
minutes. I felt touched even though they were not able to actually help me. They 
just said they understood I suffered a lol as I had to work and take care of (he elder at 
the same time. My heart immediately felt wa 簡. This is a kind of support. ‘ (5.52) 
Needs of Caregivers 
The informants were asked as to what they needed as a support for their caregiving role. 
All of them replied that they needed information on how to cope with the mood and 
behavioural problems. They called for trainings on how to take care of older people with 
dementia as well as support from family and significant others. 
Information on Coping Strategies 
Informants mentioned they experienced getting into troubles because of the mood 
problems and abnormal behaviours of elders with dementia. They required information that 
will give them the reasons behind these problems and how to cope with the emotional and 
behavioural disturbances. By understanding the nature of the disease, they would know how 
to overcome the problems of getting cooperation from older people when performing daily 
care. For instance, one caregiver said, 
'He liked to sing M>hen he was young. He still sings a Jot nowadays. Therefore, I 
play karaoke songs and let him sing be fore bathing. He re fuses to bath most of time. 
If I force him to bathe, he gets angry and struggles to get into the bathroom. Since 
singing makes him happy, he would he more cooperative even if you ask him to bath. 
6 5 
I hope I knew that this was a symptom of dementia in the very early stage so that I did 
not cjiiarrel with him for bathing. ‘ (7:88) 
Nearly all informants expressed their need to gain access to information on details about 
the diagnoses, progress, and treatment of the disease. They revealed that understanding the 
nature of the disease helped them to anticipate their care following the progress of the disease. 
However, they did not receive much information from medical professionals. One informant 
described her experience in a medical follow up, 
'Explain the disease? Not much (from medical professionals). It 's more helpful to 
take a course, since I can understand more (about dementia), like not to argue with her, 
just let her be. I didn 't know this and argued with her’ saying, "You're wrong, you 
lost your memory. ” Now, I know that it \\>os M>rong. I learned some things I must 
knoM' and some things I ought to do.' (12.20) 
Provide Training to the Older People with Dementia 
Aside from the trainings that provided information on caring strategies and the 
disease, the trainings requested by the informants for elders to handle their own personal care 
were significant in relieving the caregivers' burden. Thirteen informants expressed their 
needs to preserve the functional ability of their elderly family members. Therefore, they 
demanded suitable training courses for the older people with dementia to enable them to 
memorize daily routines and perform ADL independently. 
'Some elders forgot how to do so (bathing) hut they gradually remembered ami 
became skilful in the procedure. It's (ADL training) a good way to bring back their 
old lives as well as their memory. ‘ (12:10) 
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Two informants caring for elders approaching late stage of dementia emphasized the 
importance of training the mobility and physical strength of the elders. Since the better 
mobilized the elder is in daily activities, the less strenuous it is on caregivers when 
transferring them and assisting in personal cares. One informant mentioned her insistence of 
getting her mother-in-law with dementia to walk every day, 
Vur neighbours commented on my care to the elder. For instance, they M'ondered 
why I forced the old people to walk rather than use her M'heelchair. Everybody 
seeing this asked why not put your mother-in-law in the wheelchair. I said if she got 
used lo (he wheelchair, she would not walk again. If she could not walk how can we 
lift her? Everything will become difficult. Exercise therapy is import ant for this kind 
of elder. ‘ (15.68) 
Support from Family and Significant others 
Thirteen informants found that emotional support was significant to sustaining their 
caregiving role. Emotional support meant an appreciation of their effort as well as an 
understanding of the difficulties that they go through. These were significantly important if 
they came from family members and significant others. One informant expressed her desire 
of having her efforts appreciated by her husband. 
7 don't expect him (husband) to praise me. But I want him to appreciate me and 
understand M'hat I'm doing. Appreciation is enough. I don't mind my body's 
tiredness hut I really want to him to understand me. ‘ (5:107；Understanding would 
include not giving side comments on the way of caregiving. Four informants told they 
needed support rather than criticisms from family members who do not provide daily care. 
One informant mentioned, 
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They just don) say anything. That's enough. They don't say anything to "w, such as 
don�t do it like this, you should do it like that. (I) don�t need this. Sometimes I asked 
(the son) to look after his mother, she almost fell. He would follow and not ask me what 
to do. He didn'/ say anything ami Just did it. That means he accepts my M'ay of caring 
for her. ‘ (15.37) 
On the other hand, some informants required their family members not to intrude on how 
they take care of the older people with dementia since their intrusion aroused emotional 
disturbance to the older people with dementia. One informant mentioned, 
7 don '1 want his brothers to visit him in the day care centre. I just wondered why 
he 'd be in a bad mood in those days. He mentioned somebody who knew, him talked 
to him about (he old days. He became upset as he had had a tough life when he and 
his brothers came to Hong Kong as football trainees. ‘ (7.55) 
To four informants, they required other family members not to suspect their good 
intentions of caring for the family elder with dementia and just allow them to provide care 
without being bothered. As one informant recalls about her experience of being suspected of 
ill-treating the elder. 
‘Then the elder cries, certainly, it's the yoimg one's fault, Hom) could you make her 
cry at midnight? How could I explain, even if I want to explain? They would think I 
wanted to cover my fault. When you see her miserable look, you feel pity for her. 
They didn 't want to find out the reason. What has the caregiver done? Did anyone 
try to find out the truth ？ I did not want to explain myself. That 's my failure. 1 only 
want them not to have such a suspicious attitude. After taking care of her all these 
years, they still did not understand me. ‘ (5.60) 
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Conclusion 
Filial obligations were the major reason why infomiants decided to take care of their 
elderly family members with dementia at home. Most informants regarded caregiving as a 
fulfillment of filial piety. Their actions expressed their duty to return the love of their 
parents. Five informants accepted the caring responsibilities because of the 'blood is thicker 
than water' concept. The strong family tie obligated them to help their family elders no 
matter what, without prejudice to the kind of emotional relationship they had with the elders. 
Eleven informants found self-satisfaction in fulfilling their responsibilities. They viewed 
their caregiving role as their fate that they should endure it. Although they did not deny this 
invisible, uncontrollable force, they tried their utmost effort to provide the best care for their 
family elders. Such fatalistic voluntarism had a socio-cultural meaning on caring. 
In the caregiving process, informants identified many difficulties. Majority of the 
informants perceived behavioural and emotional problems of dementia were the most difficult 
task in caring for elders with dementia. In addition, five informants had trouble getting 
elders' cooperation in daily personal care. Since they have multiple family roles on top of 
their caregiving role, a majority of the infomiants expressed their frustration in not having 
enough personal time. 
All informants expressed various level of stress. Ten of them found their stress 
originated from social embarrassment. They had to be fully cautious to prevent the elder's 
absurd behaviours from disturbing others whenever they went out. They felt powerless in 
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looking after the elders because new caring difficulties crop up every day. They felt upset if 
their family members could not give them sufficient support when they ask them for help. 
Although nearly all informants felt they had insufficient support from their family 
members, nonetheless, they regarded their family as their primary source of support. 
Secondary to family, formal services such as day cares and support groups were another major 
source of help in daily care. They found hands on assistance, such as escorting and 
supervision to be helpful in relieving their stress. Rather then practical support, informants 
found that emotional support gave them more strength to sustain their caregiving. 
The informants expressed their need to gain access to information that they need to 
support them as caregivers. They wanted to learn more about some coping strategies to handle 
the demented elder's mood and behaviours. Providing training to the elders was also 
significant since many informants required their elders to maintain maximum independence in 
their daily personal care. The functional ability of elders was related to the caregivers' stress 
in providing daily care. Above all, informants needed their family members to understand 
their difficulties and their virtue in carrying the caregiving responsibilities. An appreciation 
of the caregivers' merits gives encouragement to the caregivers and reinforces the positive 





The previous chapter revealed the results of this study exploring the experiences of 
family caregivers of demented elders in the local context. To have a thorough understanding 
of the family caregiving phenomenon of dementia, the findings of this study is discussed and 
compared with the findings of other studies on caregiving experiences. 
In this chapter, a discussion of six issues mentioned in the findings is presented. First, 
factors determining the decision of taking home care by caregivers are compared with 
overseas studies. The three significant components, namely, characteristic of caregivers, 
impairment level of the older people with dementia, and home care are examined. Second, 
the Chinese cultural influence on providing home care and coping strategies are discussed. 
The cultural values such as family bonding and filial piety impose moral obligations on 
family members. Fatalistic voluntarism as a coping mechanism adopted by caregivers in this 
study also reveals the influence of the Chinese culture. Third, perceived difficulties of 
caregiving are compared with studies on the different aspects of caregiving. Common 
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difficulties such as problem behaviours, dealing with personal care, and lack of personal time 
are examined against previous studies. Fourth, the sources of stress on caregivers are 
evaluated in four areas, namely, social embarrassment, lack of family support, sense of 
powerlessness, and worry of subsequent deterioration. Fifth, issues on sources of support 
that caregivers come to for help are explored and compared with previous studies. Finally, 
the needs of caregivers in this study are interpreted along with other research. By comparing 
the study results with and referring to previous studies, a clearer and more comprehensive 
view on the experiences of Hong Kong family caregivers of elder people with dementia could 
be exposed. 
Reasons of Home Care 
111 the following section, findings of the current study are compared with previous studies. 
The three main reasons that caused caregivers to provide home care are discussed. Findings 
consistent with other studies are highlighted. In addition, the differences between the local 
situation and overseas situations are explored. 
Characteristics of Caregivers 
The characteristics of caregivers had been related to caregiving experiences in many 
previous studies. In this study, characteristics of caregivers, such as age and gender, were 
7 2 
considered as factors in providing home care. Age related to a caregiver's health status was 
reported in previous studies in which older caregivers reported more health problems or, at 
least, a self-perceived poor health (Flaskerud, 2000; McKee et al., 1997). How caregivers 
perceived their health status is related to their perceived capability to take up the caregiving 
responsibilities. In the present study, the majority of caregivers were in their adulthood. 
They did not indicate poor health or health problems related to caregiving. The age factor in 
this study may have a lesser influence on caregiving ability in terms of health status. 
Aside from this, the perceived capability of caregiving was associated to the gender of 
caregivers, as females were traditionally family caregivers and it was naturally easy for them 
to pick up caregiving tasks. In this study, nearly all caregivers were females who were the 
primary caregivers for their demented family members. The determination of family 
caregivers was affected by the family structure in different cultures (Li & Seltzei.’ 2003; 
Spitze & Ward, 2000; Thomas et al, 2002). In western countries, according to Spitze and 
Ward (2000), the family caregiving role has a sequential hierarchy. For the older people who 
are married, spouses are the primary care providers. For those widowed, children, 
particularly daughters, are the most reliable sources of care. In a Chinese family, the 
hierarchy of expectation of caregiving appears to be in an order beginning with the spouse, 
then the daughter, the daughter-in-law, the son, and finally other kin (Kua & Tan, 1997). In 
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this study, the majority of caregivers were daughters of the old people with dementia. Many 
of them were married and employed. The multiple roles they have imposed stress on their 
caregiving role. The gender issue of the female caregiver rose naturally. Many studies 
found that female caregivers showed more depressive moods than males (Schneider, Murray, 
Banerjee & Mann, 1999). A study in Sweden (Almberg, Jansson, Grafstrom & Winblad, 
1998) found that female caregivers of elders with dementia are also more likely to experience 
care burdens by reporting poorer overall physical health. In Japan, the perceived 
deterioration of physical strength may affect female caregivers in continuing their home care, 
particularly in the early onset of dementia (Takano & Ami, 2004). The negative aspects on 
female caregivers may be caused by the role strain. Generally，females are more emotionally 
attached to their families than men and they encounter difficulties in balancing the demand of 
having multiple roles. When the role strain is combined with perceived poor health status, 
nursing home care is considered to be a better choice. The results of previous findings 
(Ashley & Kleiiipetei•，2002; Cicirelli, 2003; Yeo，Iran, Hikoyeda & Hinton, 2001) are 
consistent with this study on gender affecting the decision of nursing home care for older 
people with dementia. 
Besides, gender difference has an influence on the perceived ability to handle care. 
Traditional concepts of men and care work are different from women who are always 
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considered as caregivers. When men come to do housework and personal care tasks, the 
borderline seems to be set on instrumental care, such as financial assistance, and home 
maintenance. Personal care, such as bathing, dressing, and coping with incontinence, means 
an expansion of the caregiving role to a point beyond what was considered to be the baseline. 
However, studies on male spousal caregivers showed that men could cross the border and 
have positive views on caregiving (Cahill, 2000; Russell, 2007). Males felt satisfaction in 
their caregiving roles as home care fulfilled their desire to continue the marital relationship 
that is based on inter-related factors including love, duty, co-residence, and reciprocity (Cahill, 
2000). Personal care among men has become a significant part of their core identity as 
caregivers (Russell, 2007). The above studies on men may explain why men report less care 
burdens and less distress than female caregivers. In this study, the only male caregiver who 
was a son of the older person with dementia relied on formal services for most of the daily 
care. He considered the need of personal care as deterioration of health that needed nursing 
home care. Personal care was not a significant identification as a caregiver in male caregiver 
of this study. Identification of caregiver in female caregivers was a different story. 
Daughters felt confusion in their caring identity especially in fulfilling the expectation of 
being spokeswomen for their demented parents (Goldsteen, 2007). A previous study done 
with spousal caregivers reported that the marital bond emphasized on interaction is affected 
by the nature of dementia. The gradual detachment of the disease causes emotional stress to 
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spousal caregivers (LoboPrabhu, Molinari, Arlinghaus, Barr & Lomax, 2005). Findings of 
perceived caregiving stress in this study were inconsistent with previous studies. In this 
study, female caregivers did not mention they were distressed by losing attachment with the 
elder family member. The difference in findings was because a majority of older people 
with dementia in this study were in the level of moderate impairment. They remained 
interactive with their caregivers, and family relationships in the Chinese culture required low 
reciprocity (Yang, 1995). 
Impairment Level of the Older People with Dementia 
The impairment level of old people with dementia is regarded as an important factor that 
determines the continuance of home care. The impairment level refers to the cognitive 
function, self care ability, and behavioural and psychiatric impairment of elders with dementia 
(Duiikin & Anderson-Haiiley，1998). Caregivers in this study revealed a similar concern on 
the self-care ability of the older people with dementia. Dementia impairs the old people's 
cognitive functions and, ultimately, they lose the ability to perform daily personal care. As 
long as the older people have the ability to perform basic personal care, family caregivers still 
consider home care as a better option. Nursing homes are the last resort when the functional 
ability of the older people deteriorates to a level that the family caregivers could not cope with. 
This finding corresponds with a study on the caregiver burden of chronically ill older people. 
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It discovered a positive correlation between increased activities of care performed by the 
caregiver and caregiver burden (Faison, Faria, & Fraiik，1999). Many studies done on Asian 
family caregivers found an inverse relationship between the level of stress and the dependence 
of activities of daily living (ADL) and instrumental ADL (Kim et al., 2006; Mehta, 2005; 
Zimmer, Ofstedal & Chang, 2001). The above findings suggest that stress of caregiver is 
closely related to the care dependence of daily activities. 
Unlike many previous studies, caregivers in this study had not emphasized problem 
behaviours and mood problems as a major reason to discontinue home care. Many studies 
demonstrated violence, agitation, and absence of inhibitions of the older people which 
induced needs on respite care and institutionalization (Hazif-Thomas, Bouche, Clement & 
Thomas, 2003; Thomas et al, 2004). The finding might be because the older people with 
dementia in this study had less behaviomial and mood problems. Caregivers considered 
cognitive problems, such as poor memory, repeated questioning, or suspicion, as having less 
impact on caregiving tasks than violent behaviours. The distress of caregivers also depended 
on the frequency of problematic behaviours (Robinson, Adkisson & Weimich, 2001). The 
high frequency of behaviour disturbance induced a greater stress on caregivers in daily home 
care (Miyamto, Ito, Otsuka, & Kurita, 2002). 
77 
Better Care at Home 
Findings of this study reflect the local views on residential care. Informants had a bad 
impression of old age home care and some had unpleasant experiences on using private old 
age home services in Hong Kong. They preferred home care than institutional care. Such 
result corresponds with the attitudes of family caregivers in Taiwan. Caregivers in Taipei 
showed a lack of willingness to use nursing home services due to concerns over the quality of 
care and accessibility of nursing home agencies (Chiu et a l , 2001). The same problem also 
appears in the residential services in Hong Kong. The number of older people waiting for 
government-subsidized old age homes increased sharply in the past ten years. The second 
highest percentage of those on infirmary waiting lists had dementia (Leung, 2001). The long 
waiting queue shows the demand for residential care in Hong Kong is high and that family 
caregivers encounter difficulties in accessing quality residential care. 
The quality of private nursing homes has a bad rather than a good reputation (Leung, 
2001). Ill this study, informants complained that the poorly run private home services in 
which old people lived were gloomy and that their condition would gradually deteriorate. 
Such a view was shared with a local study exploring elderly Chinese people in Hong Kong on 
residential care placement (Lee, 1997). Local surveys showed residents in private nursing 
homes had a higher hospital admission rate and poorer nutritional status when compared with 
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those residents living in govermiient-siibvented homes (Leung, 2001; Woo, Yu & Lau, 2000). 
With the belief of poor nursing care in private old age homes, institutionalization was 
therefore considered as the last choice for family caregivers. 
Cultural values on caring for the old family member with health problems have been 
shown in this study. Relying on a family member rather than on formal care service 
practices in many different cultures such as that of the Japanese, Latino, and African 
(McCormick et al.，2002; Mausbach et al., 2004; Stevens et al., 2004). Cultures that 
identified greater benefits or more positive aspects on home care were less likely to 
institutionalize their beloved family members with dementia (Mausbach et al., 2004). In 
addition, old people with dementia who are resistant to services or helpers outside the family 
may act to deter institutionalization. The finding corresponds with a study which revealed 
that family caregivers could not use formal support services because their family members 
with dementia became too aggressive to receive help (Chene, 2006). Based on the above 
points, the provision of home care is particularly related with culture and the nature of 
dementia. 
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Chinese Cultural Influence on Caregiving Experiences 
Findings of this study showed that Chinese culture had an influence on the decision of 
providing home care by caregivers and how they cope with caregiving stress. Moral 
obligation was a major reason that caregivers decided to care for their family members with 
dementia. The bonding in a Chinese family obligates family members to care for other 
family members who are sick. Among the family bonding, the father-son relationship 
determines that children have to fulfill filial piety as their major duties to their parents. In 
fact, children caregivers in this study who are considered as fulfilling filial piety see a positive 
meaning to their caregiving role. Second, Taoism in the Chinese culture affected the coping 
mechanism for caregiving stress. Taoist thoughts put emphasis on fatalistic factors that 
rationalize the caregiving situation. The belief of fatalistic voluntarism relieved caregivers' 
stress and retained their feeling of personal efficacy. Chinese cultural values have significant 
influences on family caregivers coping with caregiving difficulties. 
Moral Obligations 
In this study, moral obligations are commonly mentioned as the major reason for 
caregivers to take on the caregiving role. The obligation to take care of sick old family 
members is strongly related to cultural values. Under the influence of Confucianism, 
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Chinese people groups social relationships in terms of interpersonal intimacy. The 
relationships determine duties, pattern of interdependence, and effect of interaction. In 
Chinese society, interpersonal relationships have been formalized into three major categories: 
relationships with//V/re;? (family member), relationships with shuren (familiar persons such as 
neighbours, friends, and colleagues), and relationships with wairen (strangers). In jiaren 
relationships, family members have duties to do for the welfare of another and do not expect 
anything in return from the other party. To maintain interpersonal harmony, family members 
tend to follow the relationship-determines-treatment principle (Yang, 1995). In many 
cultures, especially Asian cultures, respecting old people and caring for old family members 
are tasks that one must fulfill in life. The feeling of ‘ought to do' and ‘have to do，motivates 
caregivers to make a decision of care at the initial stage. The Japanese regards their 
caregiving responsibility as a matter of course, something one must follow without question 
(Wallhagen & Yamamoto-Mitaiii, 2006). To the Indians, home care could be 
cross-generational if adult children are not able to be involved in care (Henderson & 
Traphagan，2005). The obligation to provide care to the older family could be passed on 
from one generation to another generation. As shown in this study, a granddaughter took 
care of her grandmother for her mother was ill. Conmiimal orientation may impose an 
obligation to family members to take on the caregiving role. 
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Ill addition, the cultural interpretation of dementia reinforces family members to take the 
caregiving role. In Asian cultures, cognitive decline in dementia is part of senility, similar to 
physical deterioration in the aging process. In a study of American Indians (Henderson & 
Traphagan, 2005), psychotic symptoms such as hallucination were interpreted as 
communication with the “other side" where spirits go after the death of the body. The 
layman understanding of dementia comprises symptoms to cultural experience and 
interpretation of senility. Some cultures appear to accommodate dementia with the idea of 
aging and dependence. The cultural interpretation of dementia may contribute to the 
normalcy of caregiving to family elders in life stages (Pierce & Yang, 2001). Social norms 
reinforce caregivers to view their caregiving role as life fulfillment. In this study, caregivers 
expressed their understanding of dementia from a bio-medical interpretation and all caregivers 
had their elder family members with dementia being supervised by western medical 
practitioners. The finding suggests the influence of western medicine on health belief. 
However, a local study (Chung, 2000) found that family caregivers' interpretation of dementia 
was caused by past medical history, critical life event, and supernatural belief. The 
differences between these studies suggest the normalcy of caregiving to family elders with 
dementia in life stages may not be a reason of care to Hong Kong family caregivers. Moral 
value such as filial piety in the doctrine of virtue, contributes to the meaning of caregiving to 
elder parents with health problem. 
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Filial Piety 
Majority of caregivers in this study were children who had no hesitation to admit that 
filial responsibility draws them to the caregiving situation. Adult children who are expected 
to be responsible for their aging parent is a highly valued social norm in Chinese society. 
Filial piety is a core moral value among the Chinese. Paying respect and caring for parents 
are recognized and praised in the society (Rothbaum & Xu，1995). Children who decline 
from the caregiving role without a strong reason could be criticized by other family members. 
Therefore, caregiving could be caused by social pressure and the avoidance of dishonour 
(Asai & Kameoka, 2005). In this study, caregivers revealed a strong sense of 
self-conscience rather than caring under social pressure. Nuyen (2003) defended that the 
moral rules of Confucianism was never strict and duty-oriented. Although the idea of filial 
piety is embedded in the Three Bonds doctrine (the minister serves the king, the son serves 
the father, and the wife serves the husband), filial piety is never far talk from the talk of love 
and affection. The finding of this study suggests that local family caregivers were not bound 
by traditional moral rules but fulfill this role in relation to affection and mutuality. 
Furthermore, the differences between findings of this study and western studies 
demonstrated cultural values had a strong influence on taking up caregiving responsibility. 
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Western culture that values individualism and independence has no emphasis on a patrilineal 
family and no culturally specified designee for filial caregiving (McCormick et al., 2002). 
Therefore, caregiving role is either unexpected or abnormal. Unpredicted responsibilities 
and life disruption suggest a higher institutionalization rate in Western societies (McCormick 
et al., 2002; Thomas et al., 2004). Attachment and beliefs about reciprocity are important 
motivating factors for American caregivers (Wallhagen & Yamamoto-Mitaiii, 2006). 
Caucasian children who are caregivers value the life long nurturing and care that their parents 
had provided. Caregivers felt the responsibility to pay back their parents who are in need of 
care. The connection with parents on meeting the desire of reciprocal relationship is an 
important motivating factor of caregiving. However, the value system that places much 
weight on independence and individualization limits the closeness of the relationship with 
parents (Rothbaum & Xu, 1995). To caregivers of old people with dementia, personality 
change in this disease could loosen the attachment and possibly lead to a withdrawal of the 
caregiving role. The above factors may contribute to the high institutional rate in western 
countries. 
In this study, the reason of care given by the majority of informants revealed Confucian 
ideas on filial piety children who are bound to care for their parents with dementia. The 
finding corresponds with the study done by Cheng and Chan (2006) who found children 
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caregivers chose to care for their parents because filial responsibility had been dominating the 
relationship between children and parents. However, moral duties were not the only reason 
for care. Many of the informants expressed their gratitude toward the nurturing provided by 
their parents. Love and respect for parents were frequently revealed during the interview. 
The reciprocity was more emphasized by informants who were daughters-in-law or relatives 
of the older people with dementia. 
Although the decision of providing home care is based of the Chinese cultural value of 
filial piety, according to Lee (1995), Chinese behaviour is very much situation-centred. 
Studies have found that children felt less obligated to help parents if the help conflicted with 
other demands (Cheng & Chan, 2006; Van Der Pas, Van Tilburg & Knipscheer, 2005). A 
local study done by Lam (2006) demonstrated that adult children were willing to care for their 
elder parents as an expression of filial piety even without social norm constraints. However, 
respondents in the above study referred to the practice of actual caregiving performance 
largely in terms of emotional and economic support. The discrepancy between the expected 
filial piety and caregiving performance does not happen in this study. A more in-depth look 
on the decision to persist in the role of a caregiver may depend on how they perceive the 
meaning of caregiving and how well they adjust to its demanding situation. 
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In this study, a few informants expressed a positive view on their caregiving role. The 
lack of positive outlook on the caregiving role may be explained by the ideals of Confucian 
filial piety. Filial obligations stress that children should obey and listen to their parents, 
defer to parental wishes, tend to parental needs, and provide attentive support, while 
sacrificing personal desire and preferences (Whyte, 2004). Across all kinds of filial 
behaviours, providing care to parents who are ill was perceived to be the least performed 
(Cheng & Chan, 2006). Separate from the ideal filial behaviours, family caregivers learn to 
be practical and dynamic in life fulfillment. The pragmatic view strikes a balance between 
the idealistic filial piety and the hardship of being family caregivers. 
Although a majority of the informants did not consider themselves as having completely 
fulfilled their filial obligations, they obtained self-satisfaction in their caregiving career. 
Their self-satisfaction originated from establishing a bond with their family elders with 
dementia. A study done by Kwan (2000) extended the family bonding to the collective 
family relationship. Caregivers report certain positive emotions while fulfilling filial 
responsibilities. Their sacrifice or effort contributes to the harmony of the family. Such a 
view had been directly addressed by a daughter-in-law of the care-receiver in this study. 
According to the set of rules on kinship, Chinese families expect the oldest son to co-reside 
with his parents and his family, usually with his wife, to provide care (Holroyd & Mckenzie, 
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1995). The hierarchical relationship also obligates the daughter-in-law to be the primary 
family caregiver of older parents (Yoiig & McCallion, 2003). The fulfilling of filial duties 
serves the function of maintaining balance and harmony among family members. 
Self-satisfaction 
111 day-to-day life, the positive outcomes of the elder with dementia gave caregivers 
satisfaction in fulfilling their duties. The nature of dementia limits the older people to 
give feedback to caregivers. Caregivers have to observe by themselves to determine 
whether the older people with dementia have received proper care or not. Having family 
members perceived as being healthy and happy are seen as successful indicators for 
caregivers of dementia. They cannot distinguish the difference of health conditions 
between family care and outsider care. Some caregivers voiced a sense of satisfaction and 
confidence in their commitment to the caregiving role. Such a finding corresponds with a 
study done by Pierce et al. (2001) who found caregivers derived a positive attitude by 
identifying better care provided to their family members. Moral commitment is needed to 
achieve better care associated with self-identification. The establishment of bonding in a 
relationship aids the transition of internalizing external regulations to self-concept that 
facilitate the coping mechanism to challenging cares. 
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Coping Strategies 
Coping is defined as changing cognitive or behavioural efforts to manage stressful 
situations. Problem-focus and emotion-focus strategies are the two main coping patterns. 
Coping strategies such as the use of logical analysis and problem solving are strategies 
commonly used in problem-focus coping, while minimizing involvement, avoidance, 
tolerance, and acceptance are usually used in emotional-focus approach (Ashley & Kleinpeter’ 
2002). Different coping strategies are used relative to the level of stress of caregivers. In 
this study, caregivers who used problem-focus strategies such as seeking social support 
expressed more distress than caregivers who focused on problem solving. Family caregivers 
that tried to avoid the disturbance behaviours of old people with dementia often have anxiety 
and tension to the possibly stimulating environment. The different tackling style 
corresponds with the findings of previous studies. The use of a re-framing problem has a 
positive effect on a caregiver's self esteem that is related to a lower sense of burden, a higher 
level of life satisfaction, and a lower level of depression (Ashley & Kleinpeter, 2002; 
Mausbach et al., 2006; Salmon, 2006). 
Gender issue appears to be another factor in choosing coping strategies. Studies found 
that male caregivers tend to use a problem-focus approach while females commonly use 
emotion-focus strategies. A similar finding was found in this study as the only male 
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caregiver coped with his mother's sleep disturbance in a matter of fact approach. He felt 
relax as long as his mother was kept safe in the house while another female caregiver felt 
frustrated because she could not get her mother in bed. However, the only one male in this 
study may not reflect the gender difference of local family caregivers when adopting coping 
strategies. 
Fatalistic Voluntarism 
Traditional ideas and organizations generate a range of possible behaviours that can 
provide an effective mechanism for family caregivers to cope with stressful situation. The 
coping mechanism could be cultural-specific. In Asia, caregivers with similar cultural 
origins, react to their caregiving role in a very similar way. In this study, many informants 
regarded their caregiving role as fate that could not be avoided. The fatalistic view of 
caregivers in this study corresponds to the belief of Korean caregivers who also view their 
caregiving role as fate and destiny. Because they consider fate as impossible to change, they 
try to bear heavy burdens and endure harsh conditions. Their belief is that if they fail to care 
for their family member with dementia, they could bring misfortune to their descendants 
(Yong & McCallioii，2003). The prolong stress may cause frustration and hostility among 
Korean caregivers. The Vietnamese experience the same dilemma in the cultural 
expectations of parent care with the reality of enormous caring burden. The importance of 
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deference and obligation to care for older family members restrain them from using a formal 
supportive service (Yeo, Trail, Hikoyeda. & Hinton, 2001). 
However, cultural heritage affects Hong Kong caregivers in coping with caregiving 
stress. Traditional beliefs of ‘ren，(tolerence) and ‘yuan, (predetermined affinity) provide an 
explanation to the caregiver role and a coping strategy to a difficult situation (Lee, 1995). 
‘Yuan’ assumes that interpersonal relationships are predetermined by an external, invisible 
force, such as fate. 'Yuan' provides the individual with ready and convincing answers to all 
kinds of vicissitudes in life. The belief in 'yuan' by Hong Kong people relieves the 
frustration caused by suppression. In this study, some informants used ‘yuan’ to sustain their 
feelings of personal efficacy. The perception of an external invisible force beyond people's 
control frees caregivers from blaming themselves for not having the demented elder's 
problem behaviours under control. Together with ‘yuan，，the concept of ‘ren, is an active 
mechanism for coping with stress. ‘Ren’ advises the Chinese to be patient and forbearing 
when troubles and hardships arise. To keep patience and at the same time take things easy 
give people hope for a better future. Hence, many informants adopt the problem-focus 
strategies similar to caregivers in western countries in day-to-day care. They look for 
information about dementia and seek formal and informal services for support. Some try to 
modify the caring environment so that their family members could be involved in the care. 
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The philosophical leanings of Taoism stress how individuals should be oriented to reality and 
to be practical, flexible, and adaptable in life situations. The mixture of fatalism and 
activism suggests a unique coping mechanism used by Hong Kong caregivers. 
Perceived Difficulties in Caregiving Roles 
Majority of caregivers in this study found difficulties in handling the mood and 
behaviourial problems during daily care. They felt distressed when the elders had temper 
tantrums and frustrated with the elder's abnormal behaviours. In the following sections, the 
difficulties of mood and behavioural disturbances of family members are compared with 
previous studies. Secondly, difficulties on personal care such as bathing and incontinence 
are discussed. Finally, the impact of lack of personal time on caregivers is evaluated. 
Difficulties of Handling Mood and Behavioral Problems 
Regardless of culture, problematic behaviours and mood problems are related to a 
caregiver's stress and burden. Over 60% of older people with dementia have behavioural 
and psychological symptoms in the mid and late stages (Hart, 2003). In this study, 
caregivers found that they have difficulties in solving problems on verbal aggression, sleep 
disturbance, and repeated questioning. Caregivers felt stress when their family members 
with dementia would do repeated scolding and accuse others of different things. When the 
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older people scolded neighbours and the caring staff of day care centres, caregivers felt tense 
in facing the reactions from outsiders. The difficulties of controlling behaviourial 
disturbances of elders with dementia outside the home were frequently mentioned in both 
western and Chinese studies (Kua & Tan, 1997; Samuelsson, Amierstedt, Elmstahl, 
Samuelsson & Grafstrom, 2001). 
Furthermore, studies found that caregivers described their difficulties in managing 
repeated questioning and frequent calls from older family member with dementia (Chun, 
Knight, & Youiig，2007; Pang, 2002; Skovdalil, Kihlgren & Kihlgren, 2003; Thomas et al., 
2002; Toiti, Gwyther, Reed, Friedman & Schulman，2004). Calls concerning lost things and 
suspicions of having things stolen cause distress to caregivers. In this study, many 
caregivers have full time jobs. They were anxious when they could not go home to find out 
if there were severe problems. A study that compared employed family caregivers and 
non-employed caregivers on measures of role overload, worry and strain, and depression 
found working caregivers had a greater strain because of role conflict between employees and 
caregivers (Edwards, Zarit, Stephens & Townsend，2002). Some studies found new 
caregivers have more difficulties in handling behavioural and mood problems of dementia 
(Samuelsson et al., 2001; Torti et al., 2004; Wimo，Winblad & Grafstrom, 1999). The above 
findings correspond with experiences of caregivers who recalled having relatively more 
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frustrations in terms of the behaviourial disturbances of elders with dementia when they 
initially took up caregiving roles. 
Difficulties of Providing Personal Care 
Impairment in basic activities, such as bathing and maintaining personal hygiene, were 
mentioned as difficult daily tasks in this study. In spite of caregivers' best efforts to keep 
their family members clean, they often experience stressful situations. Caregiving 
difficulties were not only about having dificulties getting their family members with dementia 
to cooperate, but also induced agitation and bad mood (Skovdahl, Kihlgren. & Kihlgren, 
2003). In addition, problems of continence care may become a social stigma for the family. 
A study done with Indian caregivers found that the incontinence problem imposed more 
difficulties in the household that did not have attached bathrooms and did not have flooring 
that was easy to clean (Shaji, Smitha, Praveen Lai & Prince, 2003). Caregivers tried much 
effort to clean the living area and were reluctant to invite guests to their homes. Moreover, 
difficulties in personal cares and incontinence problems are related to stages of dementia. In 
the late stage of dementia, caring difficulties are caused by physical dependence on caregivers 
in providing physical care, such as lifting and going to the toilet (Toiti et al., 2004; Wimo et 
al” 1999). The majority of caregivers in this study suffered from difficulties caused by 
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cognitive deterioration rather than the functional deterioration of personal care. These 
findings suggest difficulties of providing personal care were varied in different stages of 
dementia. 
Lack of Personal Time 
Lack of personal time was a common difficulty found in many previous studies 
(Samuelssoii et al., 2001; Svaiistrom & Dahlberg, 2004; Wimo, Winblad & Grafstrom，1999). 
Nearly all caregivers in this study have full time jobs, and they find that they could hardly 
have personal time after work. Being tied as a caregiver was described as something 
concrete, such as being constantly ready to turn out. They need to use all after work time on 
caregiving tasks. Even when there was nothing special to do, caregivers have to keep an eye 
on their elderly family members or answer their questions. Being tied as caregivers means 
having a round-the-clock job. Although all informants have used day respite services for 
help, family caregivers have to care for their old members by themselves after office hours 
and during weekends. Majority of formal services in Hong Kong provide services within 
office hours on weekdays. Therefore, family caregivers have little or no personal time if 
they could not find any informal support. Gradually, family caregivers with no time for their 
friends are deprived of a social life. Social deprivation leads to a lack of freedom because 
they cannot hand over the caregiving responsibility to anyone else. Svanstrom and Dahlberg 
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(2004) found the sense of being tied is particularly strong in spousal caregivers. However, 
the only spousal caregiver in this study has not shown great sense of social isolation as her 
children were independent and she was retired. Struggling for time for personal life, work, 
and caregiving have little impact on her. 
Difficulty oil distribution of time to multiple roles was particularly stressful for daughter 
caregivers in this study. Females who may have more attachment to family adopt wife, 
mother, and daughter roles (Almberg, 1998). Female caregivers who have to work and 
fulfill caregiving roles struggle with caregiving needs and employment responsibilities. 
Studies that had been done comparing gender differences found female caregivers, especially 
daughters, had more tensions when balancing the amount and quality of attention given to 
their family members with dementia and their own families (MaCarty，1996; Takano & Arai, 
2004; Wimo, 1999). The long caregiving time may result in limited social activities and loss 
of friends. As a result, caregivers may fail to receive emotional support and contact from 
others. In addition, a study done by Mafullul and Morriss (2000) found children's age was 
associated with caregiver dissatisfaction. The lack of personal time was particularly 
important to young caregivers as lack of social life had a direct impact on young caregivers' 
mental health. Likewise, social restriction in the caregiving role had an adverse effect on 
young non-spousal caregivers. However, the study showed no reference on how young the 
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caregivers were and only 25% of the sample was children. In short, role conflict in terms of 
struggling for personal time may contribute to caregiver stress. 
Sources of Stress in the Caregiving Role 
Sources of stress in the caregiving role were classified into primary and secondary 
sources in the study of Ho, Weitzman, Cui, and Levkoff (2000). The primary source of 
stress that stems from caring difficulties resulting from the cognitive and functional status of 
old people with dementia has been discussed previously. The secondary source of stress 
resulting from social embarrassment, inadequate family support, and sense of powerlessness 
is discussed in the following section. 
Social Embarrassment 
Cultural ethnicity has repeatedly appeared in various issues on dementia care. In this 
study, some informants expressed their anxiety on facing the public's reaction towards the 
demented elders' abnormal behaviours that caused disturbance to others. They become tense 
when they go out with their family members with dementia and try to avoid going to 
unfamiliar places or meet outsiders. The public's misunderstanding of dementia as a 
psychiatric disorder may cause frustration to caregivers. The strong social stigma embedded 
in dementia had been mentioned in studies on Asian cultures (Mahoney et al., 2005; Torti, 
2004). Chinese caregivers in United States experience social isolation and ostracism due to 
social embarrassment of admitting a family member has a psychiatric disorder (Ho, Weitzman, 
Cui, & Levkoff, 2000). The social attitude towards psychiatric disease restrains society from 
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accepting dementia as something other than a physical illness (Ineichen, 1998). Despite the 
rising rate of dementia, along with the rate of population growth, the understanding of 
dementia and loss of social stigma，as experienced in the West shows, may take a longer time. 
Inadequate Family Support 
Social support is associated with caregiver's burden，stress level，and life satisfaction. 
Studies found a reverse relationship with social support and stress (Stoltz, Uden & Willnian, 
2004). Family caregivers with an extended social support reported fewer health problems 
than caregivers with less social support (Fung & Chien, 2002). In this study, family 
caregivers complained that they did not receive adequate support from their families. 
Although their family members provided regular support, caregivers perceived the family 
support as insufficient. This finding suggests the view of family caregivers on support is 
associated with the support level or the frequency and types of support offered. In this study, 
caregivers received instrumental assistance, such as bringing the old people with dementia for 
medical follow up or picking up the old people from a day care centre. This result is 
consistent with studies in India, Korea, and Mainland China wherein caregivers received more 
instrumental than emotional assistance (Chun et al., 2006; Shaji, 2003; Toiti, 2004). In 
Chun's study (2006), emotional assistance was associated with reduced depression and 
anxiety of caregivers. As one caregiver mentioned, she did not feel appreciated and 
understood by her family members, particularly her husband. In the study of Manfullul and 
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Morriss (2000)，caregivers were found more ready to take up the caregiving role if their 
spouses were supportive. 
Furthermore, stress sometimes comes requiring ad hoc support from family members. 
A caregiver recalled an unpleasant feeling of calling one sibling to another to help him 
accompany their mother when he was required to work one weekend. The tone of 
unwillingness to help made him feel distressed and determined to use pay service next time. 
The above situation explains how caregivers do not receive social support on daily assistance 
to the extent that they require (Almberg et al., 1998). Family conflict may arise if demand 
for care increases. Female caregivers tend to think that they have failed to provide sufficient 
help because of little or no family support in their strained situation. In addition, disputes 
arose when there is unjustifiable criticism for perceived shortcomings in the care that 
caregivers provide from other family members (Mafullul & Morriss，2000). The disparity of 
expecting family support and avoiding family conflict induces stress in the caregiving role. 
Sense of Powerlessness 
Sense of powerlessness has been noted in previous studies as an outcome of mixed 
feelings. Such feelings consist of loss of control, loss of intimacy, and hopelessness. 
Multiple losses contribute to ambiguity and grief feelings. However, a few informants 
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revealed that they feel grief about their situation as previous studies have shown. A western 
study characterized ambiguous feelings as accompanied with grief. Grief was anticipated 
with the loss of personality and no longer being with their loved ones (Sanders & Corley, 
2003). The loss of intimacy was the strongest areas of grief the caregivers experienced. 
Caregivers attributed the grief as being caused by the changes in roles (McCaity, 1996). 
Meuser and Marwit (2001) examined the differences in grief between adult child caregivers 
and spousal caregivers by the stages of the disease. They concluded that adult children 
expressed their grief as a loss of relationship with their parents, while spouses expressed their 
grief as the loss of couple identity, uncertainty, and aloneness. Caregivers in this study 
denied that they have lost their intimacy with their family members despite of their 
personality changes. The disparity between western findings and this one suggests a 
Confucian influence on family relationships. The relational determinism decides how one 
will treat or respond to that person. Caregivers are expected to behave in accordance with 
the principle of responsibility that each does what is predetermined in his or her role to or for 
the other party (Yang, 1995). The Chinese tradition fosters the solidarity of domestic 
relationships despite dementia having an emotional impact on family members. 
The most frequent type of emotion reported by the caregivers was what could happen to 
their family members with dementia. Worry of subsequent deterioration became the primary 
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concern of family caregivers in this study. The concern of sudden change due to the disease 
was the central component of caregivers' anxiety. In the study of Sanders and Corley (2003), 
the result of not knowing what will happen next with the disease was classified as caregivers' 
grief. They indicated that caregivers' grief was constantly compounded by the sudden 
changes in their loved ones' conditions. A study (Samuelsson et al., 2001) found that 
caregivers who worry about the deterioration could no longer make it possible to take care of 
their family members at home. The ambiguity to the progress of dementia imposes worry 
and anxiety to family caregivers. The frustrations of caregivers happen because nothing 
could be done to stop the subsequent deterioration caused by dementia. In this study, the 
caregivers had referred their powerlessness in trying to get their family members better from 
the disease. Their frustration was due to the uncertainty of the future. Similar findings 
were found as caregivers characterized the situation as hopeless and indicated that planning 
forward was not possible (Svanstrom & Dahlberg’ 2004). Caregivers avoid thinking about 
the current and future emotional devastation facing both themselves and their family members. 
The hopelessness is expressed by caregivers talking about their family members with 
dementia as who ‘‘is，” but describing them as who ‘‘was，’ (Meuser & Marwit, 2001). 
Corresponding with the finding in this study, caregivers tended to remain task-oriented and 
focused on tackling the present situation. 
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Sources of Support in Caregiving Role 
Family caregivers depended on two major sources of support. Primarily, they sought 
assistance from family members when they were in need of help. In addition, they used 
formal services such as respite service and home care to support them in providing care to 
their old family members with dementia. 
Support from Family Member 
Cultures with caregiving as a traditional family value tend to rely on family members to 
provide care to family elders. In this study, all Chinese family caregivers received support 
from other family members. A cultural-specific mechanism determines caregiver's 
help-seeking behaviours. In Chinese society, relationships with jiaren (family member) 
determine family members have a responsibility to provide daily care or support for primary 
family members in need (Yang, 1995). Studies on ethnic difference in caregiver support 
among western and Asian cultures are consistent with the findings of this study. 
Latino-American who tend to use family supporting networks may link to the social network 
as Chinese caregiver (Gallagher-Thompson, 2003). Family members seek different help 
according to their ties with helpers. Strong ties referred to family networks that carry a 
combination of relational and emotional intensity along with the expectation of reciprocal 
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exchange. Weak ties are characterized as non-reciprocal, such as formal services that assist 
in practical care (Valle, Yamada & Barrio, 2004). The strength of ties may explain why 
family members of some cultures are reluctant to receive formal support as a primary source 
of help. Family members with strong ties are expected to provide assistance as well as 
emotional support. 
However, cultures that emphasize on family support network may not seek support from 
their informal network because they do not want to burden their families. Caregivers in this 
study mentioned their understanding of why their family members could not offer their help. 
They considered their family members having difficulties, such as financial strain, 
responsibilities to their own family, and traveling job nature, as difficulties in providing care. 
This finding suggests caregivers recognize constraints on family support. Therefore, culture 
may not be the only indicator to determine the use of support. Studies on African-American 
caregivers found caregivers have better support from their family members (Groger & 
Mayberry, 2001; Richardson 8c Sistler, 1999). In ranking the source of social support， 
caregivers of African-Americans ranked religion higher than family (Sterritt & Pokorny, 
1998). The strong spiritual support in African caregivers is not obvious in this study as only 
one caregiver mentioned religion served as a source of support. 
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Support from Formal Services 
Secondary to family support are formal services assisting family caregivers in daily care. 
Family caregivers of this study used day respite care to assist them in providing hands-on 
assistance and emotional support. As published in many western studies, among the services 
used by caregivers, respite care ranks among the most urgently desired community services 
(Furness, Simpson, Chakrabarti & Dennis，2000; Gaugler, et al., 2002; Gottlieb, 2000). 
Caregivers found respite day service offered care to their old family member with dementia 
when they are at work. In fact, the use of day care service decreases primary caregiving 
hours and reduces feelings of role overload (Gaugler, et al., 2002). In addition, respite care 
could be incorporated with a support group and family consultations. The fringe services 
provide emotional care to primary caregivers who feel decreasing worry and strain (Gottlieb, 
2000). 
However, respite service has a limitation when compared with in-home program. 
Caregivers need extra caring hours to prepare the older people with dementia for day care 
service. In this study, some caregivers mentioned that they have to bring family members to 
the day care centre because transportation was not available. The travel between the day 
care centre and the home can add confusion and distress to the old people with dementia. 
Only when the old family members with dementia get used to the day care service after a 
103 
period of time would the day respite service show its benefit to caregivers in minimizing their 
burden. 
In this study, caregivers found care from escorting services and keeping old family 
members safe from household accidents are particularly helpful to them. It is consistent 
with a study conducted on informal care offered at home. Family caregivers provide the 
majority of informal care on household chores and personal care (McCami 8c Evans, 2002). 
They need support on hands-on assistance. However, a previous study showed caregivers 
experienced difficulties in dealing with formal agencies to access support services they 
desired (Bruce & Patersoii, 2000). 
Needs of Family Caregivers 
Family caregivers had expressed their needs on sustaining their caregiving role. In the 
following sections, the need of caregivers on information and training to old people with 
dementia and support from family or significant others is discussed. 
Information on Coping Strategies 
Demands on professional knowledge about particular therapies and appropriate 
medication are constantly required in previous studies by caregivers (Van Eeuwijk, 2006). 
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Unlike other diseases, caregivers can identify their shortcomings and lack of knowledge about 
physical care, such as nutrition and diet, physiotherapy, hygiene, and sanitary measures, or the 
use of rehabilitation tools. To lay caregivers of old people with dementia, the above 
information are assumed to be equipped for providing satisfactory care. To family 
caregivers of old people with dementia, the most desired knowledge is to learn coping 
strategies for handling behavioural and mood problems. Nearly all caregivers weighed 
information on coping strategies of behavioural and psychological problems as the most 
important thing to know. They wanted to obtain wisdom to face struggles in daily care. In 
the study of Che, Yeh, and Wii (2006), Taiwan caregivers found the understanding of coping 
mechanism and social resources empowered them as caregivers. A study on an intervention 
program for improving the ability of caregivers to cope with the stressful caring demand was 
found successful. Three coping strategies, problem solving, reframiiig, and seeking social 
support, were found to be appropriate to the changeability of stressors caused by behavioural 
and mood problems of dementia (Levesque, 2002). 
Additionally, lay information plays an important part when caregivers try to obtain 
information other than professional. Information about Alzheimer's disease was conveyed 
to the caregivers largely by family, friends, and neighbours (Sterritt & Pokomy, 1998). 
Information on community care programs, even trial drugs, was shared among family 
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caregivers. The need for information which could not be fulfilled by health care 
professionals suggested that caregivers of some cultures were unwilling to directly question or 
challenge their healthcare providers (Gallagher-Thompson, 2003). In this study, caregivers 
recalled their lack of communication with health professionals in their medical consultations. 
They stated that the staff were too busy to answer their questions and the doctors' response 
depended on how they pursue their answers. This finding will enable the health professional 
to be more alert and active on initiating information transfer to caregivers. 
Provide Training to the Older People with Dementia 
The nature of dementia is considered as incurable and irreversible. Family caregivers 
could only hope that alternatives, such as providing training on memory function and daily 
tasks, could delay the deterioration of their family members' cognitive function. A local 
study found that training old people with dementia on memory function, practice of memory 
strategies, and participation in a task-oriented activity is beneficial to both old people and 
family caregivers in the early stages of dementia (Chung, 2001). Empirical studies have 
shown that simple activities designed just right are deemed important in reinforcing the 
remaining capabilities and enhancing the well-being of the old people with dementia (Lai, 
Wong & Liu, 2001; Rauckliorst, 2001). 
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Support from Family and Significant Others 
When iiifomiaiits are required to express their need, the majority of informants admitted 
their desires for emotional support from significant others. The feeling of being appreciated 
for doing something right was repeatedly identified in findings from caregiver studies. A 
Swedish study revealed that family caregivers fear social isolation and wish for social 
recognition and to network in groups with peers (Stoltz et al, 2004). The social network is 
needed in the caregiving process as most family caregivers prefer to share their caregiving 
problems with their spouse, siblings or friends (Chu, 1996). Studies have shown a 
stigmatization of dementia in the Chinese community (Gallagher-Thompson, 2003; Mahoney, 
et a l , Zhan, 2004). Despite the fact that dementia is misunderstood by society, caregivers of 
this study claimed they did not really care about outsider's opinions. However, not being 
understood by significant others brought feelings of family alienation (Che et al., 2006). 
The loneliness and the frustration of being estranged from other family members discouraged 
them to continue their caregiving role. As one informant expressed, she needed her 
husband,s appreciation of her effort to provide satisfactory care to her mother-in-law. The 
pressure from family members expecting better care from caregivers also leads to a helpless 
situation. The criticism from other family members on caring and participating little in 
caring decisions frustrated caregivers. They demand their family to respect their efforts as 
well as understand their difficulties. Only when the support becomes more powerful than 
barriers can caregivers continue their caregiving. 
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Conclusion 
In this chapter, findings of this study have been discussed vis-a-vis those of previous 
ones. The socio-cultural influence was manifested in all the major findings of this study, such 
as reasons for providing home care, meaning of one's caregiving role, and coping strategies. 
Under the category of determining home care, the view of local caregivers on old age home 
care is different from western countries. Local caregivers considered home care to be better 
than placing their older relatives with dementia in homes for the elderly. In addition, the 
inaccessibility and poor quality of private old age homes affect the caregivers' caring decision. 
Secondly, the emphasis for filial piety transforms the meaning of the caregiving role as 
something different from that used in western societies. The caregiving role of Chinese 
caregivers are heavily influenced by Confucianist values which emphasize the the moral 
obligation on filial piety, while western caregivers take up caregiving responsibilities under a 
more reciprocal relationship. The use of coping strategies revealed that fatalistic voluntarism 
is generated from the caregivers' description of this study, which is combined with the 
Chinese people's belief and social attitudes on coping with life difficulties. 
In the issue of caregiving difficulties, those perceived by caregivers in this study are 
similar to previous studies. During the caregiving process, caregivers have to cope with 
stress induced by many sources. Moreover, stress caused by handling the emotional and 
behavioural problems of older relatives with dementia, were similar to those found in 
previous studies. The finding of social embarrassment reflects the fact that Hong Kong 
society has less understanding of what dementia is really like. On the other hand, caregivers 
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felt powerless due to the irreversible condition of dementia and the subsequent deterioration 
predicted. Such a feeling corresponds with findings from western studies. In the caregiving 
process, the balance between stress and support determines the continuation and 
self-satisfaction in caring, and in this study, caregivers identified their support from formal 
and informal services. Family support is regarded as the main support given to caregivers, 
and it is the social network that determines the support that they can receive. The Chinese 
culture relies on family support to provide care for their elders, a system which is different 
from western caregivers who often use formal services. Finally, the needs of caregivers 
identified in this study correspond with those from overseas and local studies. Information on 
coping strategies, the need for caring information, and training of old people with dementia 
were frequently mentioned as these were essential for the handling of daily care. Above all, 
caregivers emphasized the importance of support from family and significant others. 
Consistent with previous findings, family caregivers require more emotional support, and the 
familial orientation of Chinese culture may contribute to the source of support sought by 
caregivers. Chinese cultural influences on caregiving experiences in this study were thus 





This chapter aims to describe the implications of this study on existing nursing 
knowledge. Based on the present findings, implications for the current practice are 
demonstrated and the limitations of the study are discussed. Likewise, as a result of the 
experiences gained from this study, recommendations are made for future research. 
Implications for Nursing Knowledge 
This study provides current findings on the caregiving experiences of Hong Kong family 
caregivers of elders with dementia. The main findings in the study such as the reasons for 
home care, the coping strategies they use, and the needs of home caregivers provide 
information on supportive care to family caregivers of elders with dementia. The results 
also provide a basis for nurses to develop interventions to minimize the negative impact of 
caregiving on family caregivers. 
The findings of this study provided an understanding of factors that contributes to the 
caregiving experiences of Hong Kong family caregivers for old people with dementia. Filial 
piety initiates the caregiving role as it is expected in a family's traditional role. The coping 
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strategy used by Hong Kong family caregivers shows a strong socio-cultural influence that is 
unique to the experiences of other Asian cultures. The socio-cultural influence on 
motivation to care and coping strategies broaden the nursing care knowledge of family 
caregivers as they take care of old people with dementia . Nurses construct a good rapport 
with family caregivers by using the cultural discourse such as filial piety and the belief of fate 
and tolerance to understand the socio-cultural meaning of caregiving. The use of culturally 
available discourse facilitates communication with family caregivers. Leininger (1991) 
reminded everyone that that all cultures develop their own care behaviours, beliefs，and 
practices. Therefore, the understanding of the socio-cultural influences on caregiving 
experiences provides insights for nurses on ethno-cultural nursing care. 
This study identified the difficulties perceived by family caregivers. Understanding the 
caregiving difficulties of family caregivers allows nurses to provide them with the appropriate 
care and support. For instance, the difficulties of handling behavioural problems tend to 
frustrate family caregivers as they go about daily care functions. Thus, they demanded more 
information and training on this aspect. However, the family caregivers in this study had not 
regarded the medical or nursing staff as a main information source. This result motivates 
nurses to play an active role in providing information about the coping strategies for 
behavioural and psychological symptoms of dementia. There is a need for nurses to equip 
themselves with information on dementia-related services and training on dementia care so 
they would be able to enhance their informational role (Chung & Lai’ 2003). 
Furthermore, this study identified the needs of family caregivers of old people with 
dementia. First hand information from caregivers provides direct information to service 
providers. Their expressed needs informed nurses that they needed to provide appropriate 
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care to caregivers. Emotional support is very important for caregivers so they would be able 
to overcome hardships during the caregiving process, address the importance of psychological 
support, and show constant appreciation for their caregiving role. The findings give 
evidence that it is essential to acknowledge and include the efforts of family caregivers in 
caring strategies. 
Implications for Current Practice 
The findings of this study gained information on how caregivers perceived their 
experience as they took care of their family elders with dementia. Such information can 
contribute to the current practice of providing care to family caregivers. The findings can 
help the current practices advance in family, community, and policy perspectives. The 
results on identifying caring difficulties, source of stress, source of support, and caregivers' 
needs provide valuable information that would be able to reinforce home care. 
From the family perspective, many caregivers in this study were able to identify their 
needs such as knowledge of coping strategies to behavioural problems, as well as training that 
is essential in taking care of old people with dementia. The findings revealed that 
interventions on training family caregivers of dementia should be aimed at improving the 
ability of caregivers to cope with the stressful situation caused by disturbed behaviours. The 
interventions could be in the form of group training because group intervention addresses not 
only the informational need but also serves as an emotional support. Peer group encourages 
the caregivers to express their feelings and share their experiences on practical daily care. 
Home-based training allows caregivers to anticipate problem behaviours that may occur in 
real life situations. Furthermore, home training programs also aim to teach the family 
caregivers how to facilitate activities that may improve or maintain the functional status of 
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elders with dementia. Finally, the caregivers' support program should involve other family 
members who are regarded as potential caregivers and supporters to the primary family 
caregivers. Building on the findings of this study, interventions that are geared for the whole 
family rather than solely for the caregivers may expand the effect of supporting caregivers 
and achieve better care for the elders with dementia at home. 
From community perspectives, community support services that support lADL and ADL 
cares relieve caregivers from caregiving stress. The family caregivers in this study felt the 
pressure when accompanying their old family members with dementia in outdoor activities. 
Therefore, services for escorting their old family members with dementia for medical 
appointment were considered to be particularly helpful. Moreover, the care demands felt by 
family caregivers were centered on providing personal care. Home help services for bathing 
and continence care support family caregivers to overcome caregiving difficulties. In this 
study, family caregivers that used day care center services were able to find respite. This was 
particularly helpful for those who needed to work. However, a caregiver mentioned his 
difficulties to obtain respite care when he needed to work extra hours. The finding suggests 
that current day care services could extend their service hours for caregivers that work 
overtime or work in shifting hours. 
From the policy perspective, the government should set policies to support home care. In 
this study, family caregivers struggled to find some spare time between working and 
caregiving, and were distressed by lack of personal time. These findings could encourage 
address policy makers to take into account the flexible arrangements of working time in 
supporting family care. Currently，the government encourages employers to grant unpaid 
leaves to caregivers to help them care for old family members with dementia. More 
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importantly, however, flexible working hours could be adopted to facilitate a more improved 
quality of family care. Non-invasive policies such as an extended tax payment deadline could 
be used to encourage a company to adopt such an arrangement. Policies that bolster the effort 
of family caregivers, while not burdening taxpayers with additional long-term care expenses, 
could convey a positive message to society. Furthermore, the social stigmatization of 
psychiatric disease in a Chinese community induces stress for family caregivers managing 
disturbed behaviours of demented old people in public. Therefore, disseminating 
information on the nature of dementia promotes a public understanding of the disease and 
assists caregivers in overcoming social barriers, such as the one mentioned above. Promoting 
a public understanding of the disease conveys a positive outlook for older people with 
dementia. Moreover, public understanding helps caregivers face outsiders and relieves their 
stress. Finally, through public understanding, caregivers' efforts are acknowledged and 
appreciated, and this social recognition of caregiving role reinforces continued home care by 
family caregivers. 
Limitations of the Study 
The findings of this study were limited by the sampling of informants. The informants 
were recruited from two community dementia care agencies. All informants of this study 
were caregivers of elders that used their respite services. The experiences of family 
caregivers that were supported by community services may be different from the experiences 
of non-service users. Respite service provides day care to elders with dementia while the 
caregivers rest and enjoy their personal time. Caregivers that used community support 
services would be more accessible to care information and support from professional staff. 
Therefore, the stress of caregivers without community support services may be more intensive 
than those of the family caregivers in this study. Furthermore, the experiences of family 
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caregivers that were supported by services other than respite care may be varied. Family 
caregivers that solely depend on their own effort may develop other coping strategies to 
overcome their caring difficulties. Other than professional input，coping strategies 
developed by non-service users may be unique and tailor made for elders with dementia. 
Therefore, the findings in this study are limited by the caregivers with experiences of using 
community support services. 
This study is constrained by a time limitation as well. During the recruitment process, 
difficulties were encountered as the information of caregivers had to be accessed through the 
staff of dementia care agencies. Lack of responses from center staff lengthened the 
recruitment time and tightened the time schedule. The limited time may affect the findings 
of the study. Further studies on the same topic could recruit different groups of family 
caregivers to compare their caregiving experiences if they have more available time. The 
comparison may enrich and provide a more comprehensive view on family caregiving for 
elders with dementia. 
The findings of this study are also limited by snowball sampling. Although the 
inclusion criteria ensured informants having rich experiences on caregiving with dementia, 
the demographic characteristics of the recruited informants and referred informants were 
relatively homogeneous. Nearly all informants were female. This reflected the dominance 
of female perceptions on caregiving experiences. Gender may have a significant influence 
on caregiving experiences. The views of female caregivers on care and how to tackle 
difficulties in daily care were different from male caregivers. The multiple caring roles of 
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females cause them to have more stress than males. The results of this study are limited 
from a female point of view on family caregiving experiences to elders with dementia. In 
addition, a large portion of family caregivers were children of elders with dementia. The 
relationship with elders with dementia may affect the perception of caregiving difficulties. 
Children caregivers that emphasized filial piety may be more frustrated in switching their 
roles from children to parents. The demographic characteristics of family caregivers may 
confine the findings of caregiving experiences to children and female caregivers. 
Recommendations for Future Research Areas 
Recommendations could be given for future study designs and research areas on the 
basis of the current study's findings. Building on the current qualitative designs, further 
studies could be considered to explore the perceptions and experiences of family caregivers. 
In future studies, other data collection methods could be added to have a comprehensive 
view of family caregiving experience in relation to dementia. The observation method could 
be used to collect information on daily care. Direct observation generates more in-depth 
knowledge on cultural influence on caregiving style. An observation studies and examines 
the actions and interactions of family caregivers in a social context (Polit & Hungler, 1999). 
Together with interviews, a researcher addresses issues that could only be detected by both 
data collection methods. 
The findings of this study indicated that the demographic characteristics of caregivers 
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had contributed to different perceptions and experiences of family caregiving to elders with 
dementia. The comparison of different demographic characteristics of caregivers in fiitiire 
studies is recommended to achieve a comprehensive view on dementia home care. Tn the 
present study, female caregivers became the major group of caregivers contributing their 
caregiving experiences. Future studies to compare female and male caregivers can explore 
the differences or similarities of caregiving experiences between the two genders. 
Furthermore, a group comparison between children caregivers and spousal caregivers built in 
the research design can identify the influence of relationships on caregiving experiences. 
The socio-cultural influence on the decisions of the caregiver in terms of the care and 
caring strategies were distinctive in the present study. This study had identified 
socio-cultural influence because family caregivers decided to take care of their elders with 
dementia at home. The coping strategies to overcome caring difficulties were also affected 
by cultural values. Understanding the ways of coping with cognitive symptoms and 
behavioural and psychological symptoms of dementia inform family caregivers on how to 
overcome caregiving difficulties. Therefore, further studies on the caregiving decision 
process of caregivers could explore the thinking process and the development of coping styles 
under the local situation. Research works on caregiving decisions enhance the current 
practices on supporting dementia home care. 
The caregivers in this study regarded community care service as a main source of 
support on family caregiving. The stress of caregivers without care supporting services 
could be very intense that it affects the perceptions of caregiving experiences. Studies on 
non-service users could reveal very different caregiving experiences from caregivers that are 
supported by community care. Future studies on the effect of various interventions on 
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supporting family caregivers could identify an effective supportive program for Hong Kong 
family caregivers of elders with dementia. 
In summary, the recommendations have been made for future study designs and research 
areas according to present study experiences. In future studies, the combination of 
observation and interview methods in data collection will generate more in-depth knowledge 
of cultural influence on caregiving style. For future comparative studies of caregiving 
experiences of dementia home care, group comparison could be done on gender issues and on 
relationships with elders diagnosed with dementia. The findings of this study suggested 
further research topics in future study areas. Further studies on the caregiving decision 
process of caregivers could trace the thinking process and the development of coping styles 
undergoing the particular situation. In addition, studies on non-service users may reveal 
very different caregiving experiences from caregivers that are supported by community care. 
Based on the evidence of this study, caring interventions on supporting family caregivers 
could be developed and studied to evaluate the effectiveness of the support programs in 
improving the current caring practices for Hong Kong family caregivers of elders with 
dementia. 
Conclusion 
In Hong Kong, family care is primary adopted by family members when their older 
relatives have dementia. This study aimed at exploring the Hong Kong family caregiving 
experiences of families with older people afflicted by dementia. The aim was achieved by 
identifying factors that contribute to these experiences and determining the needs of family 
caregivers. From the decision of giving and sustaining home care, family caregivers 
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experienced difficulties and tried to use different coping strategies to tackle the caring 
problems. The sources of stress, as well as their support mechanisms were also identified in 
this study. Family caregivers likewise openly expressed their need for support to be able to 
continue home care. The socio-cultural influence, such as filial piety and fatalistic 
voluntarism, affects the caregiving decision and how caregivers cope with caregiving 
difficulties faced by giving home care. The results broaden nursing care knowledge of 
understanding dementia family caregiving and give insights on cultural nursing care to family 
caregivers of patients with dementia. The research findings further provide valuable 
information for designing caring services for family caregivers, and provides evidence that 
there is a need for training family caregivers on coping interventions of behavioural and 
emotional problems of dementia. The expressed needs of family caregivers in this study can 
persuade government to provide community care services to support dementia home care. 
Policies that encourage society to acknowledge the family caregiving role of older people 
with dementia and support family caregivers at work are needed as shown in the findings. 
Through the support of home care, older people with dementia could obtain care from their 
family members and achieve aging in place regardless of their illness. 
However, this study is limited by the sampling of informants and time constraints. The 
informants recruited from two commiuiity dementia care agencies had similar demographic 
characteristics, and this resemblance of demographic characteristics may limit the findings of 
caregiving experiences to children and female caregivers. Aside from this, the lack of 
responses from two centres lengthened the recruitment time and further tightened the time 
schedule, thereby affecting the findings of the study. Therefore, appropriate 
recommendations are made for future research works. Studies on comparing different 
demographic characteristics of family caregivers, such as gender or relationships, may extend 
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the understanding of different caregiving experiences. Other data collection methods, such as 
the observation method could address issues of caregiving style. To further study family 
caregiving of patients with dementia, intervention studies could be conducted on the coping 
strategies of behavioural and emotional problems of dementia. The understanding of family 
caregiveing of dementia could be comprehensively understood considering the limitation of 
this study and the recommendations of future studies. 
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APPENDIX 2 
Letter of Consent Form (English) 
Dear Sir/ Madam, 
I am a nursing student studying Master of Philosophy Degree at the Chinese 
University of Hong Kong. 1 am going to conduct a research to explore the 
experiences of Hong Kong family caregivers of elders with dementia. The finding of 
this study will help to inform nurses on providing home care services to demented 
elders and their caregivers. 
If you agree to participate in the study, you will be invited for an interview. The 
interview will take about 45 minutes and it will be tape-recorded. All information 
recorded will only be used for research purpose and the tapes will be destroyed after 
completion of study. You have the right to terminate the interview at any time if you 
feel uncomfortable. Refusal to participate won't affect the service you are receiving 
at this centre. Confidentiality as well as anonymity will be assured. 
It would be very much appreciated if you would kindly agree to be interviewed by the 
researcher. A consent form is attached for your reply. 
Yours sincerely 
CHAN Hung Yee 
Declaration 





























1. Why have you decided to undertake this care at home? 
2. What does caring for a family member with dementia mean to you? 
3. What are the main difficulties encountered? 
4. What are the sources of stress in the caring role? 
5. Can you describe what satisfaction or reward you feel with caregiving? 
6. What are your main sources of help, strength, or support? 
7. What kinds of assistance do you feel would help you? 
8. What do you need in taking up the caring role? 
9. What is your perception to services that had been provided to you? 
Examples of Probing Questions 
1. What makes you become a family caregiver of dementia? 
2. Would you give me some examples of caregiving difficulties? 
3. Can you describe more about the needs of family caregivers? 
4. Where do you find support when you need? 
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APPENDIX 5 
An Example of Transcript of interview and preliminary analysis 
Informant No. 15 
12.6.06 
Line Transcript Preliminary 
No. Codes 
R1 Why have you decided to undertake this care at 
home? 
12 First of all, her son objects. And I also oppose this. Reason of care 
It 's because one to one (care) is better than one to 10 
or one to 20 (in old age home). It's a simple 
answer. Although many others say you don't have 
to bother if you place (her) in old age home. But I 
feel their care is not sufficient. Though they 
charge quite a lot, their services are not in good 
quality. Really, some charge over 10,000 dollars, 
they charge differently as accordance to the elders' 
level of no nursing care, such as no nursing care, 
moderate nursing care and high nursing care. 
Whatsoever, the result makes you angry (爸赛). 
R3 Do you have such experience? 
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Line Transcript Preliminary 
No. Codes 
14 My mother. My mother had once injured her leg. Past bad 
She's living in Kowloon where her house has no lift, experiences of 
It 's very convenience. Therefore, (we planned) to private old age 
let her live in old age home until complete recovery home 
and also (convenient) for her medical follow up. 
Then I found an old age home near her place and 
convenient for me to visit her. I paid all fee which 
could not be refund if (my mother) wouldn't use 
their service. Ultimately, I gave up my deposit. 
It 's because of their poor services. My mother 
complained the staff did not change diaper at night if 
you asked them. They even switched off the call 
bell at night. I astonished and said it's not worth as 
I paid to let you having a comfortable life. But how 
could she climb floors? You know the living 
space in H.K. is small and no extra bed is spared. If 
the plan of living in old age home to make her living 
comfortably did not work, she has to move in my 
place even it 's small. As I've such experience, I 
don't think old age home in H.K. can provide good 
care to elderly people. I think there's room for 
improvement in H.K. old age home. 
...>k 
R5 What are the main difficulties encountered? 
-
16 T was frustrated at the beginning. After I learnt the 
care, it 's good (for the caregiver). 
R7 What was your frustration at the beginning? 
18 I was agitated. <Why> It's because normal people 
would not behave like this. 
R9 You didn't know she's got the disease at that time? 
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Line Transcript Preliminary 
No. Codes 
110 Not at all. Our relationship was not good Felt stress by the 
previously. After she's got the disease, it's even suspicious 
worse. You know they (the demented) are behaviours 
suspicious even you are good to them. They regard 
you've other intention. She's very concern about 
money even her memory and other things get worse. 
She's afraid of people may take away her money. 
Therefore she hides everything. But she forgets 
where she hides those things. She accuses you steal 
her things. Then you get agitated. How could I 
steal your things? You've got your own room and 
I 've got mine. 
R11 Then you always quarrel with her? 
112 No, but 1 get agitated. 
R13 Then how did you find out she's got the disease? 
114 Her son said it 's not reasonable. That' why we 
brought her to see doctor. (That's something wrong 
with her). It 's because she could not find her way 
home one time. She circled round and around to 
find her apartment. She could find the floor 
but could not find the door. Our neighbours 
wondered and asked her. She said she did not 
know where her house was. Then they told her it's 
this house. She got her key to open the door. As 
all neighbour knew and thought it's abnormal. 
Then we brought …然 
R15 It 's very abnormal. 
116 Yes. Even (the doctor) confirmed the diagnosis. 1 Stress because 
don't believe it. As my parents were not in H.K. I need to 
went to visit them. It 's quite a coincidence that she accompany the 
got lost when I went away to visit my folks. It old people with 
seemed you required me to stay at home all the time. dementia all the 
I don't accept at the beginning. After being seen by time 
the doctor, 1 believed she's^ 
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Line Transcript Preliminary 
...No-. Codes 
R17 After knowing her disease, you could accept her 
(abnormal) behaviour. 
118 Right’ After knowing her disease, it's a different Needs for being 
story. It 's because she has disease. I got to know caregivers 
more about the disease. I don't know whether I 've 
luck or not. I didn't notice anything about this 
(dementia) when I read the newspaper. After I 
knew (her having) the disease, I paid special 
attention to dementia when I read the word in 
newspaper. I found there's (the course) for this 
(disease). I called to ask (for more information). 
R19 Did you obtain any information during your follow 
lip in hospital? 
120 No. As I 'm not the one who accompanies her for Support from 
medical follow-up. She has several sons. Her son family members 
would go with her as we need to go to work. I 
think the son she trusts most could (convince) her for 
medical consultation. 
She would listen to the son she trusted as she's got 
such disease. As she could not accept any son to go 
with her for medical check-up. 
R21 How about now (medical F.U.)? Did she need to 
accompany by her most trustful son? 
122 No. She do i f t need to follow up now. Her file 
was closed. Her disease is not curable. She could 
return if there's any ajpi^n且Ijjy: 
R23 Did the doctor explain to you about the disease since 
the diagnosis was made? 
124 No. Never. We've only see the doctor and tell him 
so and so. That 's all. (He) never, never gave any 
information. I sem.c!} • 也 — 色 迎 血 [ ？ 巡 
R25 Did any medical staff tell you the progress of the 
disease, such as different stages? 
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126 No. I learnt the disease has mild, moderate and 
severe level after I took the course at Rehab. 
Association. 
R27 So it's nothing get from hospital (during the F.U.). 
128 Well. 1 don't know as I 'm not the one who goes Difficult to 
with her to the hospital. I heard from them that the obtain 
doctor said nothing was wrong. He said, ‘Oh,, after information of 
you answered him so and so. Doctor is the one the disease and 
who knows the condition. It may because he needs supportive care 
to report to the SWD and the dept. could pay based services 
on the report. He asked what the disease was 
progress. If it's at the middle, they need not to pay 
more. If the disease is severe, SWD had to pay 
more for disability allowance.. I think that's the 
main point (reason). Thus he needs us to give him 
information, not giving us back. 1 cannot say other 
thing, such as whether there's information leaflet in 
the hospital as I:_Y-?„•？？也?」懸Rer. 
R29 But you've mentioned that your mother-in-law 
would go to Tung Wah for day care. What's your 
perception about thi_s 犯j]:吐视 
130 No. We go to X Centre, not Y hospital. That's How to obtain 
when you see the doctor, he refers you to SWD. formal 
Then SWD need to see you, and said, ‘you need care. supportive 
We've such such (care services). As you live in services 
Quarry Bay, there're this and that centres in your 
district. You can pick one. This day care service 
is referred by hospital to SWD. The SWD meets 
the caregiver 
R31 Did you ask for the service or they made the offer to 
);ou? 
132 We contacted the social worker and asked for this. 
1 remembered that there's a social welfare office next 
to the hospital (clinic). I myself went to find 
services. 
R33 How do you know social worker can help in this 
area? 
151 
Line Transcript Preliminary 
No.„ Codes 
134 My sister-in-law told me. She told me this route to Lay information 
seek (help) from social worker. Maybe there's 
corner in the hospital mentioned about this. You 
need to find social worker for any need. 
R35 That means you firstly know the day care service and 
find the social worker for referral. It seemed you 
took the initiative. 
136 Ceitainly, all the things (services) are there. If you 
don't go, it 's no use for display? It depends on 
person. For instance, doctors are sitting there if 
people don't go. As an ordinary citizen, we've to 
do this. 
R37 Do you use X,s services for many years? How do 
you feel about day care services? 
138 Yes. At least 5 years. (Why do you continue to Advantages of 
use the service?) To learn things. Although the respite care 
maid can look after her, it's not enough. You need service 
to contact people in the society. There's only her 
and the maid at home. It's better for her to go 
there. However, her condition deteriorated after 
SARS. 
R39 What 's wrong? 
140 As the centre stopped during SARS, her memory 
declined and cannot resumed to previous state. It 's 
still better for her (to use the service) as human being 
is human being. As she goes (to day care centre) on 
Monday and Friday, the maid can have a rest. It 
helps. Although it 's only several hours, till 3 
o'clock, the maid can take a break. 
R41 X day care centre is not only for demented elders, 
what do you think about this? 
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142 T don't know how well their services are because I Felt training is 
did not go and check them. I think it's usual. I necessary to old 
cannot say they're the best. The elders are sitting people with 
there and the staff may talk to them occasionally or dementia 
taking blood pressure. They don't provide services 
like Rehab. Association that specializes on providing 
training courses to dementia. I've joined them 
once. After (we)’ve learnt everything in the course, 
they arranged a tour to old age homes to let us see 
how to teach demented elders, such as playing ball 
and games. The elders are not sitting still. I dare 
not to say (comment) Tung Wah (D.E.) as I didn't 
see their services. 
R43 Does it helps to understand the dementia care by 
paying visit to those homes? 
144 There's a home (centre) that provides care especially Restrains of 
for demented elders. But it's expensive and far using formal 
away. Then I did 1 1 0 丄 ( 塑 4 电 s e r v i c e s 
R45 Do they provide transport service? 
146 I didn't ask as I did not think about it. 
R47 Oh yes, X centre is near your home. Do they also 
provide transpqi;^ —搜Y_i£？ 
148 Oh. Right. The centre (specialize for dementia) 
do provide transport service. But their pick up 
service are between MTR stations. For example, 
you live in Quarry Bay. Their car would pick you 
up at Quarry Bay station and would drop you at 
Wanchai station. Then you've to walk to the 
centre. When I heard abom 丄赵 
R49 So you did not consider of using that centre because 
[ofthis? 
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150 No. I had applied. But the centre said they did 
not have place available. I needed to wait. I don't 
know how long I should wait, one year, two years? 
Finally, I've got the place. I think that's great. I 
can use both X centre and SJ Centre together. Then 
I asked X centre about this. They said I could not 
use both. If you went to SJ, you should quit this. 
If thing likes this, I don't want SJ Centre. And the 
course only lasts for several months. After stop 
using the service, it's a trouble to find another 
(centre) again. Why not continue the present 
service. 
R51 What are the sources of stress in the caring role? 
152 No. Not much pressure. All pressure origins from 
self and family members. If family members know, 
there's not much. 
R53 Are there family members that make you feel 
pressure? 
154 A little bit. They want you to tolerate her but 1 Stress from 
caii't always tolerate her. If you don't voice out, it family members 
seems fault is always mine. How to say, just like 
your parents expect you to study hard, but they don't 
say a word. That's the invisible pressure. If 
they don't speak a word, no matter how you treat 
her, t h e r (色腔翌 
R55 What are the main difficulties encountered? 
156 Not much difficulty. But, how to say? With her 
gradually deterioration, there's pressure on caring. 
R57 How is the situation? 
158 She just sits and does nothing. If she lies down. Difficulties on 
then she doesn't know (how to get up). Even providing 
cleansing her face, she needs people to do every tiling personal cares 
for her. She ca^}�-立9 虫丄i避: 
R59 So your maid helps you a lot, do you find that maid 
is your main source of help? 
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160 Right. But I need to find caring services when my Sources of 
maid is on leave. I need to have rest during support on caring 
weekends. Therefore, I place her to private old age the old people 
home during day time and pick her home at night with dementia 
when I bath her. But I still need to monitor her 
(maid). 
R61 So you have much support on caring you 
mother-in-law. 
162 But I need to monitor her. If she cannot do it, I Stress because of 
need to supervise her. If she does not do it well, I long caring time 
need to tell her. 
R63 Do your maid can continue to provide care? 
164 I already told her before T hired her. I told her this 
elder had not disease at this moment. 1 don't know 
when she will deteriorate to disable and needed 
support. She may not only be disable but also 
incontinence. I told her four years ago and asked 
her to consider carefully. If you don't want this 
job, I would find another one. 
R65 You find this maid can help you very much in taking 
care of the elder? 
166 O.K. But I need to supervise her in case of she has Training to 
done something wrong. At the beginning, she maintain old 
assisted her on everything. I told her you must let people with 
her do what she could do. Otherwise, you'd burn dementia on 
out. She didn't believe but she followed my personal care 
instruction now, 
R67 Do you find stress when outsiders consider you 
ill-treated her? 
168 Right. Our neighbours commented my care to the Felt stress by 
elder. For instance, they wondered why T forced the other's comment 
elder to walk rather wheeled her by wheelchair. on cares 
Everybody seeing this asked why not put your providing to the 
mother-in-law in wheelchair. I said if she got used old people with 
to wheelchair, she would not walk again. Then dementia 
people stopped talking. She usually needs to walk 
[at least half an hour when we 
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R70 Do your family members support you on caring her? 
How do they support you? 
171 Yes. They just don't say anything. That's Needs of support 
enough. They don't say anything to me, such as from significant 
said not to do like this, should do like that. (I) others 
don't need this. Sometimes I asked (the son) to 
look after your mother, she's nearly fall. He would 
follow and not asks me to do. H didn't say 
anything and just does it. That means he accepts 
my way of caring her. 
R72 But you've mentioned that pressure is invisible, even 
nobody says a word. 
173 Yes. Even they did not say a word, there's facial 
expression. You can see on their faces. They 
don't speak in front of you but say at my back. I 
can feel the different. 
R74 Do many family members give you opinion on her? 
175 Plenty. Plenty of people have plenty of ideas. But 
some would object to give opinion while you are not 
the one who takes cm'e. 
R76 Do you consider they're afraid to take up the caring 
role if they opine? 
177 No. I think we've the responsibility as we live with Afraid that the 
her. If we did not live with her, we might not have health of old 
the responsibility. For instance, why we do not people with 
know she has fell, we'd know everything about her. dementia will 
Once the whole family came back for festival dinner. deteriorate 
The air condition turned on because there were so rapidly 
many people. I was busy to cooking in kitchen and 
did not aware of her. My maid told me that 
grandma had fever next day. I was surprised and 
quickly brought her to see doctor. Then 1 knew to 
seat her aside or wearing extra clothes to prevent her 
getting cold. I 'm afraid of her being sick as her 
condition would deteriorate after illness. If her 
condition gets worse, it imposes more hardship on 
|cariiig her. 
156 
Line Transcript Preliminary 
....No- Codes 
R78 Why do you have the perception of taking up care of 
family elder? Is it from your family values? 
179 Yes. Most of all we live with her (all the time). 
R80 Do you find there's any different between taking care 
of your own mother and mother-in-law? 
181 Of course. I'll have to treat my mother-in-law in a Reasons of being 
polite maimer. Because she's not your mother. 1 a caregiver 
can scold my mother. I never scold my 
mother-in-law a word. 1 carry out my responsibility 
as a daughter-in-law. I don't care you scold me 
anything. 1 fulfill my responsibility needs to do. 
If my mother has such disease, 1 would also take care 
of her. But 1 could make decision. 
R82 But you've said you make all decision of caring your 
mother. 
183 Yes. However, you need to accept other's opinion. 
If somebody told you that you're wrong, I didn't 
object. If other says you were wrong on caring your 
mother, I'd ask where they were at that moment so 
that 1 ought to do everything. That's the main 
difference. 
R84 Do you feel there's stress? Can you accept this 
(unfairness) and complain to your husband? 
185 Yes, I would object and complain to him. 
R86 Does your husband as your main source of support? 
Does he praise your or show his appreciation on 
taking care his mother? 
187 I guess he will. Because we live with her. (Even Reasons of 
she's many children, no one would take up the caring providing home 
role). No. They moved out one by one. We live care 
with her before she has the disease. We cannot 
leave her because she's such illness. We cannot do 
this. Unless we didn't know she's got the disease 
and moved out because we found another house, 
then we would not have the responsibility (to take 
[care her). 
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R88 Is it because you still have the ability to take care of 
her at home so you did not think of other care? 
189 Part of it. It's mainly because nobody (in the Eldest son in the 
family) would take care of her. And she lives with family takes up 
us long before her illness. It's naturally her son caregiving role 
(husband) takes up the caring role. We can't leave 
a sick people. 
R90 Do you get reward from the caregiving process? 
191 No. no reward. 
R92 Call you describe any satisfaction from the 
caretakiiijg role? 
193 Well. Just like taking care a sick people. If if Feeling of stress 
you've such (caring) attitude, you'll feel much better. by worrying the 
You regard her as patient, not a family member. health condition 
You don't feel too much pressure if you regard her of old people 
as outsider. If you see her as family member, you with dementia 
feel sad when she gets deterioration. I consider 
such feeling would haunt you if you consider your 
family member. You'd be very worry on 
everything, such as why she eats less and so on. If 
you regard her as patient, it (your feeling) would be 
distance. Then j:丝！迎!ql�丄今坐 
R94 Do you purposefully distant your feeling because of 
|this? 
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195 Yes. And my husband is not like me because she's Stress by the 
his mother. He would ask me if there's something sudden illness of 
wrong with her. If somebody told him his mother old people with 
is cold, he turned to me. Because he's afraid. dementia & 
Then I asked him to bring her to see the doctor. He support is need 
just did it. His mother could not walk, then I asked from family 
him to put her in wheelchair. He just did it. That members 
time the maid called back while my mother-in-law 
felt dizzy and hyperglycaemic as they were out at the 
street. I told him to go down immediately. He 
rushed in a hurry (because he's afraid). She's his 
mother. He should take care o her even I take the 
caring role. I'll tell him and let him to concern 
about the problem. 
R96 To talk more, do you think contemporary people 
would not care the elder as traditional practice as you 
do? 
197 Not like this. It 's all because we live with her. If 
we do not live with her, I would not take up the 
responsibilitY. 
R98 Living together is really an important factor. 
199 Yes. We cannot only live with her provided she's Cannot escape 
got no disease. After you find her having the from caregiving 
disease, you abandon her. It 's very difficult to responsibilites 
explain to other family members and relatives. And 
you'll be accused forever. People would continue 
to blame you till you dead. I don't want to have 
this sin. 
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1101 It's mainly because you live with her. I don't want Providing home 
a elder (to live in old age home). Either care because 
government old age home is good enough or I'm too caregivers felt 
old to take care her, such as lifting her, I've no she still have 
choice but move her to old age home. It's capability to care 
definitely clear that I lack of ability to take care her. the old people 
If you want to take care of her, be my guest. You with dementia 
would not comment about the decision of moving 
her to ol这明竺Jiqi卫f；: 
R l ( p You would make such choice if everybody can see 
this. 
1103 Yes. If I can do this,, I would take care of her. 
R104 What would you like to say about caring an elder 
with dementia at home? 
1105 I think family member should show their care if their 
family elder has such disease. 
R106 Do you get response when you show your care> 
1107 Right. It's better than training them. If you treat Learning to care 
her with love, she's happy. If she's happy, her behavioural 
mood is calm and stable. Her condition would not problems of 
deteriorate. If you restrict her to do things, she gets dementia and 
angry. When she's angry, her brain does not emphasized to 
function well. Then her condition is getting worse. care widi love 
R108 How do you show your care in daily care? Can you 
give an example. 
1109 Sometimes I patch her shoulders and ask her well. 
As she cannot understand what you say, you smile to 
her and touch her. Let her see something she likes 
before. And let her retrieve her memory and let her 
know you are kind to her. It's no problem even you 
repeat evei;Yday because she cannot remember. 
Rl lO But your mother-in-law is at severe stage. She 
could not response to external world. 
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1111 Oh no. She can understand your (kindness). For 
instance, I bring her to private old age home as my 
maid has 2 weeks vacation and I've to work. I told 
her you must walk. If you didn't walk, you cannot 
walk again. Then she immediately walked to her 
lift. I consider this as care and also training. As I 
tell her you must do this, then she knows the right 
thing. 
R112 Does she only listen to you? 
1113 I don't know. I did not hear anybody tell her this. 
just me. 
R114 Does she have different response to you as you've 
taken care of her for a long time. 
1115 No. She responses the same to everyone. You 
would be happy if she can do whatever you tell her. 
Just like you ask your son to write one, he can do 
this. You would be very happy. That's what 1 
want to say , 
R116 Thank you. 
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APPENDIX 6 
Letter of Access 
4th January, 2006 
Dear Miss Chan, 
Re: Recruitment of Informants 
With reference to our previous correspondence, I am please to assist on recruiting 
informants for your study. For future contact and arrangement, please contact Miss 
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